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Abstract 
 
Home-based palliative care has become the dominant model of 
care for people with life-limiting illnesses in Australia and 
internationally. Home-based palliative care services offer many 
benefits, including the prospect of dying at home, which is viewed by 
some as a more desirable alternative to dying in a hospital bed. Some 
researchers also view home care as more dignity conserving and cost 
effective than inpatient care, thus home care is often promoted by 
health-care agencies. Despite being an advantageous model, many 
challenges exist in providing an optimal service. Reliance on family 
carers, or other informal support is required to make home care 
possible. Consequently informal carers are often in situations where 
they are required to manage multiple responsibilities and often forgo 
their own needs in favour of those of the patient. These needs can go 
unnoticed and unaddressed by palliative care agencies, and staff may 
also experience unmet needs in their roles.   
A systematic literature review was undertaken to describe and 
evaluate the research evidence on unmet needs of palliative home care 
patients and carers. Although other reviews have been undertaken in 
this area, none to the student’s knowledge have addressed the self-
reported unmet needs of both patients and carers examined in the 
same study.  In previous studies the perspectives of bereaved 
caregivers and health-care professionals were examined. The research 
evidence suggests that patients and carers’ self-reported unmet needs 
 
 
xv 
are mainly in the psychosocial domains, while their physical needs 
were adequately met.  
Four empirical studies were then conducted. The overall aim 
of the research was to examine unmet needs of patients, carers, and 
nurses from a private Australian palliative home care service.  Study 1 
was a cross-sectional survey, designed to identify the self-reported 
unmet needs of patients and informal carers from the service. The 
sample consisted of 30 patients (M = 74.0 years) and 21 carers (M = 
65.8 years), with physical and psychosocial needs the most frequently 
reported by patients. For carers the most prevalent unmet needs were 
associated with taking care of the patient and their personal 
psychosocial needs. A subset of these patients and carers took part in 
Studies 2 and 3, respectively, which were qualitative studies with 
semi-structured interviews. The aim of these studies was to explore 
the experience of patients and carers who previously reported unmet 
needs in Study 1, and explore their perception of the functioning of 
the home care service. These participants included 15 patients (M = 
75.8 years) and 11 carers (M= 67.5 years). In Study 4, five nurses (M= 
52.8 years) employed by the home care service were interviewed 
about their unmet needs and their perception of the functioning of the 
service.  
Data from the three qualitative studies were analysed using 
thematic analysis. All participants reported unique, yet connected 
experiences. Patients experienced both physical and psychosocial 
unmet needs. A prominent theme for patients was acceptance of their 
illness. This often resulted in enduring unpleasant symptoms, as they 
 
 
xvi 
believed that these were an inevitable part of their illness and 
therefore nothing could be done about them. For some, acceptance 
was a positive aspect of their coping, but for others this led to feelings 
of existential loneliness. A main theme that emerged from the carers’ 
data was their ‘invisible client’ status.  Carers often put the patients’ 
needs before their own, despite needing additional support for 
personal issues associated with caring for the patient, as well as for 
their own psychosocial problems. Lastly, the nurses reported unmet 
organisational and job satisfaction needs. Despite this, the nurses 
regarded their role as one of privilege.   
The findings have implications for practice and future research. 
One implication was that participants were not forthcoming with their 
concerns, resulting in unmet needs.  For patients, this was mainly due 
to their perception that if they raised concerns they may be considered 
to be a burden, or complaining, and they did not want to appear 
ungrateful for the service they were receiving. Carers were often not 
forthcoming about their personal concerns because they were unaware 
of what the service could offer them, and they did not want to detract 
from the patients’ care, exhibiting selfless behaviour. Finally, the 
nurses’ perception that little could be done to resolve their issues 
meant they were less likely to raise concerns with colleagues or 
managers, demonstrating a sense of powerlessness in their role. 
Recommendations were made to increase opportunities for discussing 
concerns for all participants, and empowering them to feel 
comfortable about doing so.  
 
 
xvii 
Future research into the development of a psychometrically 
sound measure of unmet needs for this population was recommended. 
More research is also required to examine unmet needs across other 
parts of the service, such as allied health and administration. Lastly, 
the development of a communication tool to aid palliative care staff in 
eliciting concerns and needs from patients and carers is also needed. 
Despite advances in palliative care, patients, carers, and nurses 
experienced unmet needs that impacted on their wellbeing. It is hoped 
that the results of this research will assist in developing strategies and 
interventions to identify and mitigate the effects of unmet needs for all 
involved. 
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Preface 
 
In this preface an overview of this thesis will be provided. A 
rationale for the research, followed by the content and structure of the 
thesis will be presented.  
Rationale for the Current Research 
 
The aim of this research project was to examine the unmet 
needs of patients, informal carers and formal carers (i.e., nurses) in 
Australia’s only private, non-for-profit, home-based palliative care 
service. The main purpose of the empirical work was to determine the 
most frequently self-reported unmet needs, and how this information 
could be used to improve the functioning of the service. This 
information was gathered via Study 1. To further understand 
participants’ experiences of having unmet needs, patients, informal 
carers, as well as nursing staff were interviewed independently in 
Studies 2, 3 and 4. The detailed methodology is provided in Chapter 5. 
Understanding the functioning of the service from the 
perspectives of care recipients and staff was important to the 
management. Therefore, the student and supervisors asked the 
management staff at the service for permission to undertake this 
research.  
Content and Structure of the Thesis  
 
The research comprised a systematic review of the self-
reported unmet needs of patients and informal carers, as well as four 
empirical studies. The first study involved a cross-sectional survey of 
 
 
2 
patients and informal carers, which included a measure of unmet 
needs. The second study was an exploratory, qualitative study, the 
purpose of which was to explore the lived experience of home-based 
care patients and discuss their unmet needs based on their responses to 
the survey in Study 1. The third study involved the same methodology 
as Study 2, except the participants were informal carers (i.e., of 
palliative home care patients). The final study was an exploratory, 
qualitative study, the purpose of which was to examine the experience 
of palliative home care nursing staff, with a specific focus on their 
unmet needs, and their perception of the service. Figure 1 provides a 
summary of the research process. 
 
          
Figure 1. Schematic representation of the research process.  
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 This thesis consists of eight chapters, two of which are 
empirical papers, which were prepared and subsequently submitted for 
publication to the journals: American Journal of Hospice and 
Palliative Medicine, and Psychology and Health. A systematic 
literature review was also conducted, and has been published in the 
journal, Palliative Medicine. The first, second and third chapters, 
provide the background literature and context for the current research.  
Chapter 1 (Introduction to Palliative Care) includes a 
definition and overview of palliative care. In Chapter 2 (The Unmet 
Needs of Patients with a Life-Limiting Illness), the prevalent issues 
facing individuals at the end-of-life are examined. In Chapter 3 (The 
Unmet Needs of Palliative Carers), the dominant issues facing 
informal and formal carers associated with their caregiving role are 
examined.  
In Chapter 4 (Paper 1- Home Based Palliative Care: A 
Systematic Literature Review of the Self-Reported Unmet Needs of 
Patients and Carers), the systematic literature review that was 
published in the journal Palliative Medicine, is presented. This 
literature review focused specifically on the self-reported unmet needs 
of patients and informal carers from home-based palliative care 
settings, and excluded all retrospective accounts. This literature 
review is novel as it the only systematic review undertaken that 
focuses on palliative home care studies that included both patients and 
informal carers, and includes only self-reported unmet needs.  
In Chapter 5 (Methodology), the methodology for Studies 1, 2, 
3 and 4 is described, including the participant recruitment process, 
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measures included in the questionnaire, and quantitative and 
qualitative data analysis approaches.  
Chapters 6 and Chapter 7 include the empirical papers, which 
were derived from the results of all four studies. The first paper 
(Paper 2- The Unmet Needs of Palliative Care Recipients: A Survey of 
Patient and Informal Carers) is a cross-sectional survey study 
exploring the unmet needs of patients and informal carers at the 
service. The second paper (The Unmet Needs of Patients, Carers and 
Nurses from a Private Palliative Home Care Service: A Thematic 
Analysis) reports on the qualitative findings of three interview studies 
involving patients, informal carers and nursing staff, all from the same 
service.  
 Finally, an integrated synthesis of the thesis is provided in 
Chapter 8 (General Discussion).  In this chapter, findings from the 
systematic review and empirical papers are summarised and discussed 
in relation to previous research. In addition, the implications of the 
research, together with its limitations and strengths, are discussed.  
The final section of Chapter 8 examines directions for future research.  
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Chapter 1: An Introduction to Palliative Care 
 
1.0 Introduction 
 
In this chapter, the term “palliative care” and its underlying 
philosophy will be defined. In addition, an overview of the current 
delivery of palliative care in various contexts will be introduced.  
1.1 What is Palliative Care? 
 
Palliative care is an approach to health care, the aim of which 
is to improve the quality of life of patients with a life-limiting illness 
and their families (World Health Organization, 2014). There is a 
common misconception that palliative care is for people who are 
facing imminent death, however, this area of service provision is 
much broader than this. Palliative care also provides symptom 
management to individuals who have a life-limiting illness (Clayton, 
Hancock, Butow, Tattersall, & Currow, 2007; Palliative Care 
Australia, 2005). Specifically, it provides multidisciplinary care, the 
aim of which is to meet complex needs (e.g., management of physical, 
psychological, social and spiritual issues). As a patient’s illness 
progresses, a referral to community palliative care services or to an 
inpatient palliative care unit for terminal care, referred to as hospice 
care, may be required (Clayton et al., 2007; Emanuel & Librach, 
2011).  
A life-limiting illness is one where death will be the direct 
consequence of the specified illness, as there is little or no prospect of 
cure (World Health Organization, 2014). However, death may not 
occur for months, or even years after diagnosis (Palliative Care 
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Australia, 2012). The majority of patients referred to palliative care 
have a malignant condition, with a smaller proportion of people 
referred who have a non-malignant chronic illness, including multiple 
sclerosis, Parkinson’s disease, chronic obstructive pulmonary disease 
or heart failure (CareSearch, 2011). A holistic approach is adopted in 
palliative care to address the prevention and relief of suffering, 
through early identification and assessment of illness, through the 
treatment of pain, and attention to other physical, psychosocial, 
spiritual and existential concerns (World Health Organization, 2014).  
The primary goal of palliative care is to provide comfort and 
care for those with life-limiting illnesses as well as their families, 
maintaining quality of life. In addition, palliative care aims to help 
patients die peacefully in the setting of their choice, while receiving 
all necessary nursing, medical, psychosocial and spiritual care 
(Kristjanson & Aoun, 2004).  
The World Health Organization (2014) provides a framework 
for palliative care. According to this definition, palliative care is an 
approach that improves the quality of life of individuals and their 
families facing the problems associated with life threatening illness. 
This involves the prevention and relief of suffering by means of early 
identification, assessment and treatment of pain and other problems 
(i.e., physical, psychosocial and spiritual). It also offers a support 
system to help families cope during the course of the patients’ illness, 
and during bereavement. Further, palliative care affirms life, and 
regards death as a normal process; with the intent to neither hasten nor 
postpone death. 
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 Ideally, fully developed palliative care organisations should 
have various components. They would be expected to have a home-
based service, a hospital-based consultation service, a day-care 
program or ambulatory clinic, a palliative care inpatient unit, a 
bereavement program, training and research programs, and internet-
based services (Jaiswal, Alici, & Breitbart, 2014). However, palliative 
care development research has shown that few countries offer these 
elements (Lynch, Connor, & Clark, 2013).  
The Worldwide Palliative Care Alliance recently led a review 
to measure palliative care development in all countries of the world 
(Lynch et al., 2013). The results of this investigation showed that 136 
of the world’s 234 countries (58%) have one or more 
hospice/palliative care service, which was an increase of 21 countries 
(+9%) from 2006. The countries were categorised into one of five 
levels (i.e., ‘no known activity’ to ‘advanced integration’). There were 
75 countries that were categorised in the ‘no known activity’ group, 
which means there were no palliative care provisions in these areas. 
Some of these countries included Afghanistan, Liberia, Cook Islands, 
and Tonga. The countries in the advanced integration category were 
characterised by the all-inclusive provision of palliative care by 
multiple service providers, and the existence of a national palliative 
care organisation. There were 20 countries that met the criteria for this 
category, including Canada, United States of America, France, Japan, 
United Kingdom and Australia. These findings highlight that a 
significant number of countries do not provide palliative care services, 
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and that the provision of this health service is considerably diverse 
across the world.  
 In Australia, where the current research was undertaken, 
palliative care services are predominantly community based. 
Community based services place emphasis on enabling the person to 
live at home for as long as possible, and to live as actively as possible 
until death (Aranda & Hayman-White, 2001; World Health 
Organization, 2014). Due to the diversity of palliative care provisions 
throughout the world, and given the empirical work for this thesis was 
undertaken at a private Australian palliative care service, an outline of 
the Australian palliative care context will be provided. 
1.1.1 Palliative Care in the Australian Context 
 
In Australia there are currently 224 palliative care services 
(Palliative Care Australia, 2014). Palliative care is delivered in 
different ways, depending on the geographic location of the patient, 
and available resources (Australian Government, 2013). Further, 
different levels of palliative care services are categorised according to 
their resourcing. Palliative care services include consultations to 
hospitals, with or without dedicated palliative care beds, or to 
specialised palliative care services. These specialised services may 
provide home-based care and, consultations to general practice, 
palliative beds, or a combination (Mitchell, 2011).  
In Australia, policy specifies that patients should receive 
palliative care on the basis of need, not prognosis (Mitchell, 2011). 
Research suggests that not all people living with a life-limiting illness 
need or, indeed, desire the same type of access to specialised palliative 
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care during the course of their illness (Mitchell, 2011; Palliative Care 
Victoria, 2012). Many patients’ needs are adequately met through the 
existing relationship with their primary care physician and/or service. 
When patients and their family require specialised care, it is more 
likely to be episodic rather than continuous (Mitchell, 2011). However, 
there are a smaller proportion of people within this group who 
experience severe or complex problems associated with their 
advancing illness, thus requiring ongoing specialised services 
(Palliative Care Victoria, 2012). These problems can also affect the 
primary carer and family members.  
 Based on the complexity of their needs, it has been proposed 
that people in Australia with a life-limiting illness (including their 
carer and family) should be categorised into three broad sub-groups as 
shown in Figure 1 (Palliative Care Australia, 2005). This 
categorisation assists with meeting patient and family palliative care 
needs.  
 
 
 
10 
 
Figure 1. Conceptual model of level of need within the population of 
patients with a life-limiting illness. 
(Image reprinted with permission from Palliative Care Australia) 
 
The total size of the population represented in Figure 1 is 
approximately 64,000 people per annum in Australia whose death can 
be expected, with just over 37.5% of these patients receiving palliative 
care. The patients receiving palliative care are distributed between 
sub-groups B (those patients requiring consultation care) and C (those 
requiring ongoing specialist care). However, it is unclear how they are 
proportionally distributed between sub-groups B and C (Palliative 
Care Australia, 2005).  
 Sub-group B consists of patients with a life-limiting illness 
who have sporadic exacerbations of pain or other physical symptoms, 
or may experience psychosocial distress. These individuals may have 
a temporary increase in their level of need and may require access to 
palliative care services for consultation, while continuing to receive 
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care from their primary care provider (Palliative Care Australia, 2005). 
 Sub-group C are those patients who have the greatest level of 
need and often have complex physical, social, psychological and/or 
spiritual needs that do not respond to simple protocols of care 
(Palliative Care Australia, 2005). Although this sub-group represents a 
minor proportion of all people with life-limiting illness, these 
individuals require specific, individualised care-plans that are 
developed, implemented and evaluated by knowledgeable and skilled 
specialist practitioners, in conjunction with primary care providers 
(Mitchell, 2011; Murray, Kendall, Boyd. & Sheikh, 2005). These 
patients may have a diagnosis of cancer or another serious medical 
condition, and show evidence of significant decline, thus having 
complex needs. 
1.2 The Needs of Palliative Care Recipients  
 
Living with a life-limiting illness involves a number of 
challenges, not only for the person with the illness, but also their 
family and community (Hudson, 2004). During this phase of life, 
patients become more reliant on those around them to have their needs 
met, and simultaneously, family, friends, and palliative care providers, 
also require support (Chochinov & Breitbart, 2009). Physical, 
psychological, social, emotional, spiritual and practical needs are 
common to all human beings and each day they strive to have their 
needs met (Fitch, 2005). However, when confronted with a serious 
illness, meeting needs may become challenging, and far more 
demanding. These new demands may invoke strong feelings of 
vulnerability, and affected individuals may need to access new 
 
 
12 
information, learn new skills, or seek external help before needs can 
be met (Fitch, 2005).  
  A range of combinations of patient needs have been described 
in the literature. However, given the lack of clarity in the literature on 
what these needs are, a schematic representation encompassing the 
‘biopsychosocial-spiritual’ needs of palliative care patients and carers, 
based on available evidence has been formulated, and underpins this 
research (Fitch, 2005). This synthesis of evidence is based on the 
various domains used in psychometrically sound measures that 
address unmet needs, as well as the palliative care literature that 
addresses the experiential landscape of living with a life-limiting 
illness for patients, and informal and formal carers (Boyes, Girgis, & 
Lecathelinais, 2008; Chochinov & Breitbart, 2009; Fitch, 2005; Osse, 
Vernooij, Schadé, & Grol, 2004; Rainbird, Perkins, Sanson-Fisher, 
Rolfe, & Anseline, 2009). In Figure 2, a schematic representation of 
the broad categories of biopsychosocial-spiritual needs of patients and 
carers is provided. These needs will be further explored in the 
following section.  
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Figure 2. Schematic representation of the needs of palliative care 
recipients  
ADL’s = Activities of Daily Living  
 
1.2.1 The Unmet Needs of Palliative Care Recipients  
 
Despite advances in medical technology and the strong 
emphasis that is placed on symptom management in palliative care, 
patients and carers may still present with unmet needs (Arnold, Artin, 
Griffith, Person, & Graham, 2006). Due to the advanced and 
progressive nature of life-limiting illnesses, much research has 
examined the unmet needs of care recipients, resulting in a vast 
literature base dedicated to this topic. However, there is a lack of 
clarity in the literature on the definition of unmet needs, with many 
palliative care articles using circular definitions, or failing to define 
the term (Grant et al., 2004; Jones et al., 2004; Osse, Vernooij-Dassen, 
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Schadé, & Grol, 2005).  For this thesis, the definition of unmet needs 
is ‘when basic requirements to maintain quality of life have not been 
met’ (Ventura, Burney, Brooker, Fletcher, & Ricciardelli, 2014, p. 
392).  
  Based on available evidence, the schematic representation 
presented in Figure 2 maps the most commonly reported needs of 
palliative care patients, informal carers (i.e., family and friends), and 
formal care providers (i.e., palliative care staff). Typically, research 
has documented unmet needs across a range of domains, including 
unmet physical, psychological and social needs for patients (Aoun et 
al., 2007) and unmet informational and financial needs for informal 
carers (Aoun, Kristjanson, Currow, & Hudson, 2005). See Chapter 2 
and 3 for an examination of the literature related to patient and carer 
unmet needs.  
  A substantial amount of past research has focused on patients 
and informal carers receiving inpatient services, rather than those 
receiving home-based care, despite the latter being the dominant 
model of care for people with life-limiting illnesses in Australia and 
internationally (CareSearch, 2012; Kamal et al., 2013; Shepperd, Wee 
& Straus, 2011). Further, much of the research into the unmet needs of 
palliative care recipients has been retrospective in that bereaved carers’ 
accounts of the patients’ lived experience were examined. Finally, 
very little research has examined the unmet needs of formal care 
providers (i.e., nursing staff) whose work can be highly stressful and 
demanding (Brazil, Kassalainen, Ploeg, & Marshall, 2010). 
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1.3 Home-Based Palliative Care  
 
 The pattern of life and death has changed dramatically in 
Australia over the last several decades. Increased life expectancy has 
brought with it much higher rates of chronic disease, where many 
people live longer and have more health care needs (Australian 
Government, 2010). There is a growing trend for people with life-
limiting illnesses to remain at home (Hudson, 2003), with home-based 
care being the dominant model of palliative care in Australia and 
internationally (CareSearch, 2012; Kamal et al., 2013; Shepperd et al., 
2011). Home-based care is an approach of palliative care that enables 
a person to have their physical, psychological, and spiritual needs met 
whilst remaining at home. Not all people with a life-limiting illness 
require the vigilant monitoring or treatment provided by hospitals or 
hospices, and thus can remain in their own home during the course of 
their palliative treatment (Labson et al., 2013).    
Living with a life-limiting illness in the home has been 
reported in the literature as a desirable alternative to inpatient care for 
many people during the palliative and terminal phase of an illness 
(CareSearch, 2012). Other patients prefer the comfort and security of 
dying in a hospital, and do not consider dying at home as necessarily 
more dignified (Cipolletta & Oprandi, 2014). Nonetheless, home-
based palliative care is more cost-effective and therefore promoted by 
health care agencies (Gomes et al., 2010). Despite input offered by 
specialised palliative care services, home-based care relies on family 
or friends to make it possible (Hudson, 2003; Hudson et al., 2012).  
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Informal carers of patients with a life limiting illness who 
choose to remain at home, become providers of support for the patient, 
and are in need of supportive services themselves (Harding & 
Higginson, 2001). Family caregiving, referred to as the “backbone of 
health and social care delivery” (Stajduhar et al., 2010, p. 573), is a 
crucial part of the management and care of patients with life-limiting 
illnesses, providing the majority of physical and emotional care, 
especially for those wishing to die at home (Burns, Dixon, Broom, 
Smith, & Craft, 2003; Funk et al., 2010). Family carers, in turn, 
become secondary patients, or ‘pseudo-patients’ (Funk et al., 2010). 
1.3.1 Families in Home-Based Palliative Care 
 
 There is a considerable commitment required by those who 
assume the home caregiving role for patients with a life-limiting 
illness (Harrop, Byrne, & Nelson, 2014). Responsibilities of family 
carers encompass a range of complex tasks, involving advanced skills, 
such as opioid administration, and symptom management. However, 
the level of responsibility depends on the physical and psychosocial 
needs of the patient, as well as the relationship dynamics between 
carer and patient (Hudson, 2003).  The responsibilities of a family 
carer may involve domestic and household chores, personal care (e.g., 
hygiene), assisting the patient with activities of daily living, and 
managing physical symptoms, such as pain. Carers may also provide 
emotional and social support for the patient, as well as assisting with 
decision-making regarding their care (Stadjuhar, 2013). 
For many families, the diagnosis of a family member with a 
life-threatening illness is their first major confrontation with death 
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(Hudson & Payne, 2011). The physical, emotional, financial and 
social burden of providing care for a sick relative may be exacerbated 
by social factors, such as restrictions on personal time and space. For 
example, a carer may become as housebound as the patient if they fear 
leaving the patient alone (Hudson, 2003). Carers may also experience 
role conflict as they attempt to manage multiple responsibilities. This 
may lead them, in turn, to forgo their own needs in favour of those of 
the patient (Hudson & Payne, 2011). Previous research has shown that 
the task of caring for a relative at home can be both physically and 
mentally challenging (Funk et al., 2010; Stajduhar et al., 2010). In a 
systematic review of home-based carers’ needs, it was shown that 
carers who find it difficult to access or afford night support services 
reported a lack of sleep that over time contributed to symptoms of 
burnout or exhaustion (Bee, Barnes, & Luker, 2009). Further, this 
review showed, without adequate information, families typically felt 
out of control and disempowered to make decisions related to the 
patient’s care. Bee et al. (2009) found, in the absence of adequate 
support or guidance, many carers learnt to cope with informal caring 
through an iterative process of ‘trial and error’. Despite informal 
carers being a central part of the home-care experience, their needs are 
often overlooked (Schur et al., 2014).  
1.4 Summary and Conclusions  
 
As discussed in this chapter, palliative care is a specialised 
form of health care for a person facing a life-limiting illness and their 
family. It is based on the individual needs of patients, carers and the 
family. Home-based palliative care is currently the dominant model of 
 
 
18 
care, and relies on the contribution of family carers. This involves a 
considerable investment of time and energy on behalf of the family 
carers, and can lead to unmet needs. In the next chapter, the unmet 
needs of patients with life-limiting illnesses receiving palliative care 
will be explored.
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Chapter 2: The Unmet Needs of Patients with a Life-
Limiting Illness 
 
2.0 Introduction 
 
 The definition of palliative care as a holistic care approach 
provided in the previous chapter would suggest great sensitivity to the 
psychosocial, existential and spiritual aspects of patient care. However, 
there are aspects of end-of-life distress that are not routinely assessed 
and thus not effectively treated or managed, leading to unmet needs 
(Jaiswal et al., 2014). According to the literature, the most commonly 
reported patient unmet needs encompass, physical, psychological and 
emotional distress, social and communication needs, as well as 
spiritual and existential suffering (Boyes et al., 2008; Chochinov & 
Breitbart, 2009; Rainbird et al., 2009). This chapter will explore the 
experience of unmet needs for patients in palliative care. 
2.1 The Unmet Needs of Patients   
 
 Determining levels of unmet need in the palliative population 
is challenging. Past studies that have examined this topic have used a 
range of questionnaires, and classified unmet needs differently. In a 
systematic review that aimed to identify unmet needs of patients with 
cancer during various stages of the illness experience, it was found 
that quantifying needs presents considerable challenges (Harrison, 
Young, Price, Butow, & Solomon, 2009). In addition, understanding 
the prevalence of unmet needs is difficult, due to the varied 
methodologies employed across studies. Furthermore, there is a dearth 
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of psychometrically sound measures of unmet needs specifically for 
the palliative care population (Hudson et al., 2010). Therefore, many 
past studies that have examined this topic have used cancer-specific 
measures. This has potentially led to an underestimation of the unmet 
needs of non-cancer patients who have life-limiting illnesses. With 
this limitation in mind, the following section examines the unmet 
needs, and experiences of palliative care patients.   
2.1.1 Physical Needs 
 
 Past studies that have examined the unmet physical needs of 
palliative care patients, have reported prevalence rates that range from 
7-89% (Aranda et al., 2004; Christ & Siegel, 1990; Hwang et al., 
2004; Osse et al., 2005). However, various studies have indicated that 
physical unmet needs are less commonly reported than psychological 
and spiritual concerns (Chochinov, 2006; Harrison et al., 2009; 
Jaiswal et al., 2014).  
Physical needs refer to symptoms such as pain, fatigue, 
shortness of breath and sleeping problems. Patients’ physical needs 
may differ depending on the diagnosis, which also makes it difficult to 
quantify prevalence by physical symptoms (Osse et al., 2005). A 
systematic review of supportive care needs in patients with lung 
cancer, found physical needs were a major concern (Maguire et al., 
2013). In this review, symptoms such as loss of energy, breathlessness, 
pain and sleeplessness were the most distressing. Further, at different 
stages of the illness, dyspnea was shown to impact on physical and 
emotional wellbeing. Fatigue was present throughout the illness 
trajectory, adversely impacting quality of life, and as patients entered 
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the terminal phase of their illness, pain and digestive problems 
increased. In comparison, a systematic review of the supportive care 
needs of patients with a brain tumour found the most commonly 
reported physical symptoms were neurological (Ford, Catt, Chalmers, 
& Fallowfield, 2012). These included: drowsiness/loss of 
consciousness, weakness/hemiparesis, seizures/epilepsy, focal 
neurological deficits, poor mobility, poor communication and visual 
disturbances. Other reported symptoms were cognitive deficits (e.g., 
confusion), digestive issues, pain, respiratory problems, urinary 
problems and other (e.g., skin problems, fever, fatigue).  
 Other studies have explored unmet physical needs across 
patients with varying diagnoses.  In one study, the unmet care needs 
of patients with various forms of advanced cancer were compared 
across the Netherlands and Indonesia (Effendy et al., 2014). The data 
of 180 patients in Indonesia and 94 patients in the Netherlands showed 
no significant difference in their physical unmet needs. According to 
Effendy et al. (2014), the mostly commonly experienced unmet 
physical needs were pain, fatigue, sleeping problems, shortness of 
breath, coughing, itch, sexual dysfunction, numb sensation and 
excessive sweating at night.  
In a cross-sectional study involving 93 advanced cancer 
patients, it was found that the most common physical unmet needs 
were pain, fatigue, and urinary and bowel incontinence (Buzgova, 
Hanjnova, Sikorova, & Jarosova, 2014). A recent study sought to 
examine differences in unmet needs between cancer patients and 
patients with heart failure (HF), in receipt of community palliative 
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care (Kavalieratos et al., 2014). According to Kavalieratos et al. 
(2014), patients with HF experienced fewer moderately and severely 
distressing symptoms than patients with cancer. The patients with HF, 
compared with patients with cancer, less frequently rated anorexia, 
insomnia, constipation and nausea as unmet needs. Dyspnea was the 
only symptom more commonly reported by patients with HF. These 
authors concluded that the physical unmet needs of patients with HF 
and patients with cancer are indistinguishable in terms of symptom 
burden, despite differences regarding specific symptom prevalence.  
2.1.2 Psychological Needs 
 
Past studies on the unmet psychological needs of palliative 
care patients have reported prevalence rates ranging from 16-41% 
(Harrison et al., 2009). According to current measures of unmet needs 
in palliative care, psychological needs refer to ‘depressed mood’, ‘fear 
of physical suffering’ and ‘difficulty expressing emotions’ (Effendy et 
al., 2014). The consequence of not meeting psychological needs in 
palliative care patients can lead to morbidity (Jaiswal et al., 2014). To 
the student’s knowledge, palliative cancer populations have been the 
most extensively studied in terms of psychiatric morbidity, despite 
being only one of the conditions found in palliative settings.  
2.1.2.1 Anxiety 
 
According to a recent meta-analysis, the prevalence of anxiety 
disorders in patients with advanced cancer was 9.8% (6.8-13.2%) 
(Mitchell et al., 2011), with some studies indicating a higher 
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prevalence of mixed anxiety and depressive symptoms than anxiety 
alone (Payne & Massie, 2000). 
As patients’ conditions deteriorate, their anxiety may include 
fears about the clinical course of the illness, possible treatment 
outcomes, and death anxiety (Kerrihard, Breitbart, Dent, & Strout, 
1999). In a study on advanced lung cancer patients’ unmet needs, it 
was found that the most commonly reported unmet needs were 
psychological/emotional (Ugalde, Aranda, Krishnasamy, Ball, & 
Schofield, 2012). The reported unmet needs from this study showed 
that patients were most concerned about dealing with their family’s 
fears and worries, and coping with their concerns about physical 
deterioration.  
In a study on unmet needs, 18 palliative care patients with a 
non-cancer diagnosis, (i.e., HF, renal failure or respiratory disease), 
were examined (Fitzsimons et al., 2007). According to the results of 
this study, deteriorating health status was a central theme. Specifically, 
fear associated with the progression of their illness led to decreased 
independence, social isolation and feelings of being a burden. All of 
the patients in this study expressed fear associated with their future, 
and the future of their family after their death. 
The findings from the abovementioned study relates to death 
anxiety, another common phenomenon in palliative care. Death 
anxiety can be defined as anxiety related to the awareness of death 
(Simon, 2014). Research has shown that between 50-80% of 
terminally ill patients have concerns or troubling thoughts about death, 
with only a minority achieving an unworried acceptance of death. 
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Further, death anxiety negatively impacts quality of life and may 
predispose individuals to depression and (paradoxically) a desire to 
hasten death (Kelly et al., 2003).  
2.1.2.2 Adjustment Disorder 
 
The prevalence of adjustment disorder in patients with 
advanced cancer is 15.4% (10.1-21.6%) (Mitchell et al., 2011) 
Adjustment disorder is characterised by a response to a stressor that is 
considered significantly excessive and impairs social, emotional or 
occupational functioning (American Psychiatric Association, 2000; 
Chochinov, 2006). It has been found that most advanced cancer 
patients diagnosed with a psychiatric illness have adjustment disorder 
and/or major depression (Akechi et al., 2004). Adjustment disorder 
with anxiety can also occur, and is often associated with an existential 
crisis surrounding the uncertainties that typically accompany a life-
limiting prognosis (Boston, Bruce, & Schreiber, 2011; Holland, 1989). 
Patients confronting a life-limiting illness who also have pre-existing 
anxiety are at risk for reactivation of this condition, which can lead to 
a diagnosis of adjustment disorder with anxiety. Symptoms such as 
pain or dyspnea may reactivate a generalised anxiety or panic disorder, 
whereas patients with a history of phobias, especially a fear of death, 
may manifest symptoms requiring both medication and emotional 
support (Chochinov, 2006). In patients at the end-of-life, post 
traumatic stress disorder may be reactivated if their illness experience 
resonated with a prior near-death experience or other significant 
trauma, such as surviving the Holocaust (Breitbart, Gibson, & 
Chochinov, 2005). 
 
 
25 
2.1.2.3 Depression 
 
Patients experience times of sorrow as a normal part of dealing 
with a diagnosis of an incurable illness (Chochinov, 2006). However, 
some patients experience severe depressive symptoms, and the 
prevalence increases with higher levels of disability, progressive 
illness and pain (Wilson, Lander, & Chochinov, 2000). The rate of 
major depression among advanced cancer patients is approximately 
14.3% (11.1-17.9%) (Mitchell et al., 2011) with major depression one 
of the most common psychiatric diagnoses in palliative care (Akechi 
et al., 2004). Despite this, depression continues to be overlooked in 
patients who have a life-limiting illness, undermining their quality of 
life (Chochinov, 2006; Chochinov, Wilson, Enns, & Lander, 1997). 
As opposed to the physical criteria involved in reaching a diagnosis of 
depression, clinical wisdom and experience suggest that greater 
emphasis should be placed on the psychological symptoms, such as 
depressed mood, loss of interest, helplessness, hopelessness, excessive 
guilt, feelings of worthlessness, and a desire for death when 
addressing this issue in palliative care settings (Wilson et al., 2000). 
This may improve screening, and contribute to better overall care.  
2.1.3 Social Needs 
 
Feeling like a burden to the family has emerged as a prominent 
unmet need for palliative care patients, where patients tend to feel 
responsible for the challenging emotions their family experiences due 
to the impact of their illness (Maguire et al., 2013). In turn, this can 
lead to a sense of isolation for patients who may be reluctant to 
communicate their feeling with those closest to them due to the fear of 
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causing further worry (Harrison et al., 2009). Communication with 
health professionals and social networks has also been cited in the 
literature as a social unmet need (Murray, McDonald, & Atkin, 2014). 
2.1.3.1 Burden to Others  
 
In patients with life-limiting illnesses, sensing oneself as a 
burden to others has implications for quality of life and optimal 
palliative care (Singer, Martin, & Kelner, 1999). Self-perceived 
burden may be the result of perceived dependence on others for 
meeting basic needs. This can lead to a range of emotions, including 
frustration and guilt for impacting on the carers’ life (Cousineau, 
McDowell, Hotz, & Herbert, 2003).  
 When individual autonomy is lost, life may no longer seem 
valuable (Chochinov et al., 2007). It is not surprising, therefore, that 
an association between burden to others and an expressed wish for 
hastened death has been consistently identified in the palliative care 
literature (Chochinov et al., 2007). According to reports from family 
members of patients who had died after expressing a wish for 
hastened death, 58% to 94% of these patients were distressed about 
being a burden to others (Ganzini, Goy, & Dobscha, 2008). Physicians 
who had been asked to assist with death, indicated that patients’ 
concerns about being a burden to others was a motivating factor in 
41% to 75% of requests (Back, Wallace, Starks, & Perlman, 1996; 
Ganzini et al., 2000).  In addition, in patients who actually killed 
themselves, sensing they were a burden to others was almost universal 
(Filberti et al., 2001; Street & Kissane, 2000).  
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 Issues associated with a loss of autonomy, and feeling like a 
burden, are common unmet needs for patients receiving palliative care. 
In a study examining supportive care needs of advanced cancer 
patients, it was found that autonomy was the most commonly reported 
unmet need (Buzgova et al., 2014). In another study comparing the 
unmet needs of advanced cancer patients in Indonesia and the 
Netherlands, Effendy et al. (2014) found that being dependent on 
others was a highly prevalent unmet need for people in the 
Netherlands, but less prevalent in Indonesia. Being independent is 
valued in the Netherlands, while being dependent on family during 
illness is more in line with Indonesian culture. Therefore, culture is an 
important factor to consider when exploring unmet needs.  
2.1.3.2 Communication  
 
 Effective communication regarding palliative care issues, such 
as prognosis, is a vital aspect of patient care and effective medical 
practice (Broom, Kirby, Good, Wootton, & Adams, 2014). 
Communication needs have been extensively studied in the palliative 
care literature and there is considerable evidence that these are often 
unmet. Generally, these are associated with a lack of communication 
with health professionals (Murray et al., 2014). For example, in a 
systematic literature review of truth-telling in discussions with 
patients with life-limiting illnesses, it was found that oncologists, 
specialists, and non-specialist doctors and nurses were reluctant to 
discuss issues of prognosis openly with patients because they 
perceived this would create more anxiety for the patients (Hancock et 
al., 2007). However, these authors found that this perception was not 
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supported by studies directly assessing the impact of withholding 
prognostic information from patients.  
 In another review, the barriers to end of life communication 
were examined in a population of heart failure patients and carers 
(Garland, Bruce, & Stajduhar, 2013). Discussions about prognosis 
were shown to be lacking, much like the findings of Hancock et al. 
(2007).  However, unlike Hancock’s study, reasons for this were 
caused, in part, by the patients. Some patients were reluctant to 
receive prognostic information, which was a major barrier to 
communication. Patients’ fears of making the physician 
uncomfortable were also shown to be a contributing factor.  In 
addition to patient barriers, heath care professionals also showed poor 
communication skills. For example, using complex jargon that 
patients could not comprehend. 
  A recent systematic review involving 15 studies was 
conducted, which aimed to examine the communication needs of 
palliative care patients (Murray et al., 2014).  This review found that, 
in addition to the need for more communication with health 
professionals, patients also have unmet needs for everyday “social” 
talk (i.e., communicating with other patients about their experiences). 
This finding suggests that increasing opportunities for communication 
with health professionals, and with peers, is important for patients’ 
social experience. 
2.1.4 Spiritual and Existential Needs  
 
The broad spectrum of end-of-life distress involves more than 
psychological disorders. However, aspects of suffering, including 
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psychological, existential and spiritual distress, are not well addressed, 
particularly for carers (Chochinov, 2006). This may involve feelings 
of hopelessness and spiritual and existential angst. There is increasing 
awareness that patients with life-limiting illnesses may be confronted 
with severe existential symptoms and spiritual distress (Chochinov, 
2006). Further, this form of distress may be perceived by care 
providers as even more detrimental to wellbeing than other aspects of 
care, including physical symptoms (Boston et al., 2011).   
A psychotherapeutic orientation has grown out of this body of 
thought, whereby confronting serious illness, usually life threatening 
illness, is viewed as an opportunity for personal growth (Yalom, 
1980).  However, when confronted with the threat of death, patients’ 
assumptions about meaning and life purpose may be shattered, or 
changed by their illness experiences (Chochinov, 2006).  There is a 
prevailing theme in the literature that the notion of suffering is a 
personal, dynamic and emerging process (Boston et al., 2011). 
Spiritual suffering or pain may manifest itself in various ways. 
It may be physical, for example, unrelenting pain; psychological, such 
as anxiety, depression or hopelessness; religious, such as a crisis of 
faith; or social, where there is a breakdown of human relationships 
(Chochinov, 2006). However, it is not possible to observe spiritual 
suffering on the basis of symptoms alone. Rather, spiritual pain is the 
combination of the aforementioned symptoms. This form of pain may 
be characterised by a lack of relief from physical pain, or where 
patient’s expectations are never met, or both (McGrath, 2002).  
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  Dominant existential themes from past studies include 
existential loneliness, the need to be in the “presence” of others, and a 
sense of “connectedness” (Boston et al., 2011).  In an in-depth 
interview study involving 20 patients with advanced cancer and their 
family carers (Sand & Strang, 2006), self-expressed loneliness was 
common in all participants. Both patients and family members felt 
unable to share their fears and thoughts with others. The patients also 
expressed existential loneliness when their bodies were not touched in 
an empathic way. Further, the results of this study revealed that the 
issue of “presence” pertained to the desire to spend time with a health 
professional who could listen and make time to talk.  
 In another study, Bruce, Schreiber, Petrovskaya, and Boston 
(2011) found that existential suffering begins when patients 
disconnect, and in a sense experience “groundlessness”.  Bruce et al. 
(2013, p. 2) described this process as “longing for a ground in a 
groundless word”, whereby patients seek to minimise the anxiety 
associated with the existential struggle, by letting go of the suffering, 
avoiding the discomfort, or by learning to live with instability.  
2.1.4.1 Hopelessness 
 
 Although not all patients with a life-limiting illness endorse a 
sense of hopelessness, in patients who do, this tends to be confined to 
those who are depressed or have expressed a genuine desire for 
hastened death (Breitbart et al., 2000). The connection between 
hopelessness and suicidal thinking demonstrates the suffering 
experienced by some people facing life-limiting illnesses (Chochinov, 
2006).  
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In one study examining the notion of hopelessness from 
advanced cancer patients, it was found that hope was related to 
concepts of meaning and purpose (Chochinov, Hack, McClement, 
Kristjanson, & Harlos, 2002). According to Chochinov et al. (2002), 
in these patients nearing death, maintaining hope was closely 
connected with a sense that life continued to serve some purpose or 
meaning. Similarly, in another study it was found that maintaining 
hope was a way for palliative care patients to endure and cope with 
their suffering (Duggleby & Wright, 2004). For these patients, hope 
was defined in terms of faith for no more suffering, living each day, a 
peaceful death, and hopefulness for their families. The patients were 
encouraged to transform hope, which involved acknowledging life as 
it is, and searching for meaning (Duggleby, 2000; Duggleby & Wright, 
2004). Hopelessness can destabilise a sense that life has ongoing value. 
Therefore it is important that patients’ needs for maintaining hope are 
met (Chochinov, 2006). 
2.1.4.2 Demoralisation 
 
 Kissane and colleagues (2001) introduced the concept of 
demoralisation syndrome, specifically for those facing end of life 
issues. This includes the core features of hopelessness, helplessness, 
loss of meaning, and existential distress. Demoralisation has been 
defined as an ongoing failure to cope with internal or external 
stressors that an individual is expected to be able to handle (Kissane, 
2001). Characteristic features include perceived feelings of impotence 
(or helplessness); isolation, and despair; a damaged self-esteem; and 
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feelings of rejection by others because of the failure to meet 
expectations (Frank, 1974; Kissane, 2001).  
 As evidenced by the abovementioned definition, 
demoralisation is a breakdown in coping. Lazarus and Folkman’s 
Transactional Model of stress and coping encompasses two main 
concepts: appraisal and coping (Folkman & Greer, 2000; Park & 
Folkman, 1997). Appraisal involves the evaluation of the personal 
significance of an event, as well as the capability to respond. This 
appraisal may be affected by beliefs, values, optimism or pessimism, 
and self-efficacy. Coping refers to tools that regulate distress. It is 
commonly characterised by ‘problem-focused’ (e.g., information 
seeking, direct action) and ‘emotion-focused’ (e.g., seeking social 
support, cognitive reframing) (Folkman & Greer, 2000; Park & 
Folkman, 1997).  
 Meaning-based coping, a more recently added dimension to 
the model, involves finding value and purpose during times of great 
stress so that the situation can be managed (e.g., looking forward to 
celebrating the little things in life) (Park & Folkman, 1997). It is when 
these strategies are insufficient that distress and helplessness arise, 
which is core to demoralisation (Clarke & Kissane, 2002).  
Kissane et al. (2001) further suggested that a sense of 
helplessness in palliative care patients almost always leads to a desire 
to die or suicidal ideation. Recommended treatment for this syndrome 
consists of various elements. These include providing continuity of 
care and active symptom management; fostering the search for 
renewed purpose and roles in life; conducting family meetings to 
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enhance family functioning; and reviewing goals of care in 
multidisciplinary team meetings (Clarke & Kissane, 2002).  
2.1.4.3 Desire for Death 
 
Where interventions, such as the abovementioned, do not 
adequately help a patient and their family cope with distress, a loss of 
will to live and desire for death may result (Chochinov, 2006). This 
may involve a desire for euthanasia or assisted suicide. While 
euthanasia or assisted suicide is currently illegal in Australia, 
‘underground euthanasia activities’ continue to occur (Hudson et al., 
2006).  Classically, euthanasia was defined as the hastening of death 
of a patient to prevent further suffering.  Within this broad definition 
exist several terms used to describe different forms of euthanasia. 
These include: voluntary, involuntary and non-voluntary euthanasia, 
and active and passive euthanasia (Chao, Chan, & Chan, 2002).  
 Where a patient has expressed a wish to die, subsequently 
provided their consent, and someone preforms the act of euthanasia, 
this is considered ‘voluntary’.  For it to be considered voluntary, the 
patient must be competent to make this decision, but has not been 
formally consulted. Non-voluntary euthanasia means that the 
euthanasia is performed when a patient is not competent to make a 
decision, for example when the patient is in a coma (Chao et al., 2002).  
 Active and passive euthanasia refer to the way the euthanasia 
is performed. In active euthanasia, someone performs an act such an 
injection of a lethal drug. This may refer to physician-assisted suicide, 
where the physician provides the means by which a patient can end 
his or her life. The Northern Territory in Australia was the first place 
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in the world that physician-assisted suicide became legal until the 
Rights of the Terminally Ill Bill was overturned in 1997 (Cordner, 
1996; Cordner & Ettershank, 1997).  Passive euthanasia means 
euthanasia resulting from the omission of an act, which may involve 
withholding or withdrawing life-sustaining treatment (Chao et al., 
2002).   
 Studies of advanced cancer patients and patients with 
advanced AIDS have identified that approximately 8%-15% of 
patients expressed a desire for hastened death, while studies with less 
rigorous approaches yielded higher incidences (Hudson et al., 2006). 
Reasons for a desire to die are often multiple and complex (Chao et al., 
2002). These may be associated with patients’ fears regarding death. 
Alternatively, patients may have thoughts of death, without this 
intending to be interpreted as a formal request for hastened death. 
Desire for hastened death has been shown to fluctuate over time, 
reinforcing the need for ongoing comprehensive health professional 
assessment (Hudson et al., 2006).  
 While the majority of the public and many physicians support 
euthanasia and physician-assisted suicide, there are empirically 
supported arguments against these practices (Chao et al., 2002). One 
main argument against euthanasia was that the unbearable suffering 
experienced by patients may be due to inadequate palliative care 
and/or pain relief. Moreover, research suggests that desire for death 
requests may be due to a co-morbid psychiatric condition, such as 
major depression (Cordner & Ettershank, 1997).  
  In one study, patients with diagnosed major depressive 
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disorder were approximately six to seven times more likely to have a 
desire for hastened death than patients without depression (Chochinov 
et al., 1995). According to this study, patients with a desire for death 
were also significantly more likely to experience pain and less social 
support than patients without a desire for death.  
  Another study of advanced cancer patients yielded similar 
findings (Breitbart et al., 2000). Within this cohort of 92 patients, 16 
(17%) were classified as having a high desire for death with 16% 
meeting criteria for a major depressive episode. Among the patients 
with depression, seven (47%) were classified as having a high desire 
for hastened death, whereas only 12% without a desire for death met 
criteria for depression.  
  In a more recent study, desire for death was examined in 75 
terminally ill patients (Juliao, Barbosa, Oliveira, & Nunes, 2013). 
Although the prevalence of reporting a desire to die was low, it was 
found that a diagnosis of clinical depression was significant associated 
with desire for death. Therefore, identification of depression and 
associated feelings of suicidal ideation is crucial in such patients. 
2.1.4.4 Loss of Sense of Dignity 
 
Most palliative care providers claim that dignity is an 
overarching value or goal that shapes the delivery of services to 
patients with life-limiting illnesses, and their families (Chochinov, 
2006). For some patients, a sense of dignity is inseparable from their 
core self. Dignity is individualistic, transient and often tied to personal 
goals and social circumstances (Chochinov, 2002). The term dignity 
has become highly politicised, and frequently petitioned as 
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justification for end-of-life policies and practices, such as the right to 
physician-assisted suicide and euthanasia (Sullivan, Hedberg, & 
Fleming, 2000; Wilson, Curran, & McPherson, 2005). Several studies 
have revealed that loss of dignity is closely associated with reasons 
why patients have sought or received death-hastening assistance 
(Meier et al., 1998; Van der Maas, Van Delden, Pijnenborg, & 
Looman, 1991; Wilson et al., 2005).  
 Patients with significant dignity related concerns, compared to 
patients whose dignity was undamaged, reported increased pain, 
decreased quality of life, difficulty with bowel functioning, and 
dependency on others (for bathing, dressing, and incontinence issues) 
(Chochinov, Hack, Hassard, et al., 2002). These patients also reported 
a loss of will to live, increased desire for death, depression, 
hopelessness and anxiety.  
2.2 Summary and Conclusion 
 
 The literature reviewed in this chapter has revealed the extent 
of suffering in patients with life-limiting illnesses. Nearing the end-of-
life involves the confrontation of physical, psychosocial and 
spiritual/existential vulnerabilities. Patients may struggle to locate a 
sense of self that is not directly related to their illness, and in many 
instances will undergo a gradual redefining of self and personal 
expectations shaped by the realities of their deteriorating health. 
Within palliative care, developing compassionate and effective 
responses to people nearing death, that are sensitive to a patient’s 
deteriorating health status, is a critical challenge, and at times patients 
may experience unmet needs. In addition, the journey that a patient 
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undertakes is often accompanied by family, friends or at the very least 
formal carers, who too experience suffering. While the majority of 
research into the palliative care experience has focused on the patients 
themselves, the experience of carers, both informal and formal is an 
important gap requiring investigation. Therefore the experience caring 
for a person with a life-limiting illness, and associated unmet needs 
will be investigated in the next chapter.
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Chapter 3: The Unmet Needs of Palliative Carers 
 
3.0 Introduction 
 
As outlined in the previous chapter, there has been 
considerable focus in the literature on the distress experienced by 
patients with life-limiting illnesses whose needs go unmet. However, 
those who care for patients, including both informal (e.g., family, 
friends, neighbours) and formal carers (e.g., nurses, doctors) also 
experience unmet needs in their roles (Aoun, McConigley, Abernethy, 
& Currow, 2010; Buck & McMillan, 2008). Informal carers (mainly 
family carers) have needs for informational, practical, and social 
support (Funk et al., 2010).  
The unmet needs of palliative care nurses have been under-
researched. However, based on the limited evidence, they also 
experience unmet needs, mainly associated with the need for further 
training/information, and communication (Hjelmfors, Stromberg, 
Friedrichsen, Martensson, & Jaarsma, 2014).  
When needs go unmet, this can be stressful and impact on the 
carers ability to provide support (Funk et al., 2010). Therefore, the 
Stress Process Model will also be discussed throughout this chapter 
when exploring the unmet needs of carers. The use of this model to 
investigate the experience of the palliative caregiver delivers several 
methodological and practical advantages (Kinsella, Cooper, Picton, & 
Murtagh, 1998). Further, Kinsella et al. encouraged the adoption of 
this framework in palliative care. A summary of carer experiences 
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using the Stress Process Model as a framework is displayed in 
Appendix A. 
3.1 The Needs of Families in Palliative Care  
 
Much of the literature on informal caregiving in palliative care 
relates to family carers. There are individuals who provide emotional, 
physical and instrumental support to others with life-limiting illnesses, 
who they regard as family (Stajduhar et al., 2010). These family carers 
are not acting in a professional or occupational capacity, and they may 
or may not be living with the patient. Informal carers do not 
necessarily need to be a family member, but may also be a friend or 
neighbour.  
To date, much of the caregiver literature has focused on the 
physical, psychological and financial demands of the caregiving role. 
However, other important relational and social needs, which impact 
on caregiving, are also important to consider (Brazil, Bainbridge, & 
Rodriguez, 2010). 
3.1.1 Caregiving ‘Career’ and the Stress Process Model 
 
Pearlin and colleagues were the first to conceptualise 
caregiving as a ‘career’ (Pearlin, 1992; Pearlin & Aneshensel, 1994). 
This involves three stages: role acquisition, role enactment and role 
disengagement. Role acquisition is often precipitated by onset of the 
illness and the care recipient’s needs. Role enactment has typically 
been viewed as performance of role-related tasks, and role 
disengagement follows the patient’s death and often involves 
bereavement and recovery (Waldrop, Kramer, Skretny, Milch, & Finn, 
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2005). Transition is an important concept in the caregiving career 
model (Pearlin, 1992). Research into these transitional events, 
occurring between and within stages, has led to the development of 
interventions to provide support to carers who are going through the 
transitions of the caregiving career (Waldrop et al., 2005).   
Historically, the most widely used theoretical frameworks 
applied to the investigations of informal caregiving have been 
derivatives of the Stress Process Model (Kinsella et al., 1998). The 
Stress Process Model developed by Pearlin and colleagues identified 
four major components in carers’ experiences: primary stressors, 
secondary stressors, resources available to moderate caregiving stress, 
and outcomes (Pearlin, Mullan, Semple, & Skaff, 1990).  
3.1.1.1 Primary Stressors 
 
Caregiver primary stressors include challenging activities that 
are directly related to taking care of the patient (Pearlin & Aneshensel, 
1994). Caregiving stressors have traditionally been conceptualised as 
the care recipient’s symptoms or impairments (functional, behavioural, 
and cognitive), and the actual caregiving tasks required as a result 
(Pearlin & Aneshensel, 1994). However, caregiver stressors may vary 
due to the unpredictability of illness trajectories, rendering caregiving 
an uncertain experience (Stadjuhar, 2013).  
In addition, caregiving may vary depending on service 
provisions. In a study examining three Australian palliative home care 
services, it was found that barriers faced by each service (e.g., funding 
barriers) meant that there was great variation in the level of caregiver 
support provided by the agencies (Thomas, Hudson, Oldham, Kelly, 
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& Trauer, 2010). Further, it was concluded in this study that 
comprehensive assessment and interventions for carers were lacking. 
Therefore, care demands can be burdensome, particularly if services 
do not provide adequate support.  
In one study that examined the unmet needs of informal carers 
providing care to advanced cancer patients, it was found that carers’ 
lack of understanding of the patient’s illness, or of knowing how to 
handle the patient’s symptoms were common unmet needs (Osse, 
Vernooij-Dassen, Schadé, & Grol, 2006a). In another study, rural and 
urban carers’ unmet needs were compared (Brazil, Kaasalainen, 
Williams, & Dumont, 2013). It was found that both groups had unmet 
practical support needs (i.e., respite, transportation, financial), but the 
rural carers had significantly more unmet needs in these domains. 
Both groups also had unmet informational needs, but there was no 
significant difference in these between the rural and urban carers.  
There is well-documented evidence for the challenges faced by 
carers who provide practical care to patients with life-limiting 
illnesses, including personal and physical care, and symptom 
management (Bialon & Coke, 2012). Carers reported that lack of 
preparation, knowledge and/or ability, particularly regarding pain and 
medication management, was also an unmet need. In their review, 
Thomson and Roger (2014) found carers were unprepared and felt 
unsupported in their role as a decision-maker for the patient. They 
reported a lack of knowledge to guide them in their decision-making, 
which was a source of stress. Feeling underprepared can be 
exacerbated where carers lack experience with dying people, or 
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caregiving, or where there is an absence of adequate guidance, 
including guidance from health professionals.  
In a qualitative analysis of caregiver learning styles, it was 
found that carers learn to care for their patient in various ways 
(Stadjuhar, Funk, & Outcalt, 2013). These included trial and error, 
active information seeking, application of previous knowledge or 
skills, and guidance from others. According to this study, actively 
seeking help for problems and needs was considered a positive 
strategy for getting needs met. However, it was acknowledged that not 
all carers were able to get their needs met this way. Trial and error, for 
instance, was described as “learning the hard way”, and was 
associated with a great deal of vagueness. Other research has revealed 
a connection between this perceived lack of preparedness and carer 
reports of fear, anxiety, stress and feelings of inadequacy and 
uncertainty about their abilities (Funk et al., 2010).  
 A comprehensive literature review on home-based caregiving 
experiences showed that carers experienced intense, conflicting, 
negative and/or difficult emotions such as fear, dread, anger, 
disillusionment, guilt, regret, anxiety, grief, helplessness and 
hopelessness (Funk et al., 2010). According to this review, the impact 
of the diagnosis, the patient’s health deterioration and suffering, and 
losses over time also contributed to these strong negative emotions. 
Funk et al. (2010) found that providing care at home can be a further 
source of stress. Other research has shown that often family carers feel 
ambivalent about caring for a relative at home, and usually take on the 
responsibility out of a sense of duty, love and obligation (Stadjuhar, 
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2013). Home-based caregiving can be physically demanding, and this 
along with the abovementioned emotional experiences can negatively 
impact on carers’ physical health (Brazil, Bainbridge, et al., 2010).  
Sleep disturbances are a common problem experienced by 
carers (Funk et al., 2010). According to the review undertaken by 
Funk et al. (2010), up to three quarters of primary carers of patients 
with life-limiting illnesses have chronic health problems themselves 
and tend to neglect their own health. Their role as a carer often means 
that their health significantly suffers, where they feel exhausted, 
isolated and burdened by their responsibilities. In another study of 
family caregivers’ needs, carers were asked to take photographs 
depicting issues they experienced in their role (Angelo & Egan, 2014). 
For example, participants were asked to take photos that showed 
aspects of the patients’ care that concerned them, and photos that 
showed how they were feeling. It was found that carers experienced 
significant physical, practical, emotional and spiritual demands. 
Further, this study highlighted the caregivers’ barriers to accepting 
help for problems. Carers were reluctant to ask for help, or accept help 
when it was offered, as they perceived that it would cause tension and 
conflict with the patient. Caregiver fatigue was also reported as a 
reason for carers’ reluctance to seek help.  
In a review that examined the needs of family carers providing 
support for a relative with dementia, it was found that physical health 
and psychological wellbeing were common unmet needs (Thompson 
& Roger, 2014). Poor health led to mobility issues and impacted on 
the caregiving role. Similarly, emotions associated with grief and loss 
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placed significant strain on the carer. Brazil et al. (2013) found that 
rural and urban carers experienced unmet emotional needs. These 
include feeling emotionally supported by others, and having others to 
talk to.  High levels of psychological distress in this population are 
common. It has been shown, that in the year before the death of a 
cancer patient, the prevalence of anxiety among informal palliative 
carers was as high as 46% and the prevalence of depression as high as 
39% (Palliative Care Australia, 2012). Family carers’ unmet 
emotional needs can lead to negative health outcomes, such as 
prolonged and pathological grief (Thomas, Hudson, Trauer, Remedios, 
& Clarke, 2014) and decreased quality of life (Stadjuhar, 2013). 
3.1.1.2 Secondary Stressors 
 
Secondary stressors are those that primary stressors influence, 
and disturb other aspects of the carers’ life (Zarit, Davey, Edwards, 
Femia, & Jarrott, 1998). These are caregiving burdens that may flow 
to other domains of life, but do not include the delivery of direct care. 
Economic strain, for example, has been identified as a secondary 
stressor (Emanuel, Fairclough, Slutsman, & Emanuel, 2000), as well 
as lifestyle interference, and impacts on the family or relationships 
(Hull, 1992). The impact on gaining or sustaining employment for 
carers has also been identified as a secondary stressor (Brazil, 
Bainbridge, et al., 2010).   
 Secondary stressors, such as financial and work-related issues 
are a major source of pressure for carers (Funk et al., 2010). In a 
recent systematic literature review, the financial cost of caring for a 
family member receiving palliative care was explored (Gardiner, 
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Brereton, Frey, Wilknson-Meyers, & Gott, 2014). The costs 
associated with caregiving were categorised into three main areas: 
work-related (i.e., costs related to changes in employment); out-of-
pocket expenses (i.e., direct expenditure); and time-costs (i.e., costs 
related to time-investment). The costs of caregiving had a significant 
impact on carers, with severe caregiver burden experienced by many 
families. This also impacted on the relationship between the carer and 
the patient.  
  Thompson and Roger (2014) found carers of patients with 
dementia experienced significant work-related disruptions. These 
included, taking time off work, using sick leave, or resigning. These 
financial issues placed strain on the relationship putting carers at 
greater risk for work and family conflict, and depression. In addition, 
the sacrifices that some carers made (e.g., resigning from their job), to 
care for the patient, contributed to feelings of lower satisfaction in 
their caregiving role.  
  Informal carers also have difficulties with social isolation, 
particularly home-based carers, which has been described as a 
‘cocoonlike’ experience (Strang, Koop, & Peden, 2002). This 
experience can isolate a carer from day-to-day life, and social 
interactions. This may stem from carers’ reluctance to leave the home, 
a lack of time, and awkwardness talking about the illness, as well as 
others’ unwillingness to be involved (Funk et al., 2010). Family 
conflict has been reported when other family members may not be 
willing to take on caring responsibilities or be involved in the patient’s 
and/or carer’s life. This imposes a major adjustment for some families 
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or individuals (Brazil, Bainbridge, et al., 2010).  
  Social isolation may also be exacerbated by a lack of formal 
supports. Lack of availability of support services, and poor 
communication, including insensitivity, with formal care providers, 
have been reported by carers as problems in their caregiving 
experience (Funk et al., 2010). Thompson and Roger (2014) found 
carers sometimes experienced social isolation associated with 
supporting a relative with dementia. These carers often had to provide 
24-hour surveillance of patients, which lead to emotional strain and 
feelings of loneliness. For some carers, this isolation was described as 
existential, where they experienced feelings of ‘role overload’, ‘role 
captivity’ and ‘abandonment’.  
  The lifestyle changes that occur as a result of caring for a 
relative or friend with a life-limiting illness are considerable. 
Balancing the demands of other roles is problematic. Particularly, 
addressing the needs of other family members (Waldrop et al., 2005). 
Such caregiving transitions can be highly stressful. For example, as 
friends and family assume the caregiving roles, significant changes in 
family dynamics and the marital relationship occur, including sexual 
intimacy within the latter relationship (Hebert & Schultz, 2006). Due 
to the demands of the caregiving role and the inability to meet other 
family demands, family conflict may ensue. Many carers have also 
reported that the demands of caregiving leave them with no time to 
socialise (Hebert & Schultz, 2006).  
  In a study of family caregivers of people with advanced cancer, 
their role and self-identity were explored (Ugalde, Krishnasamy, & 
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Schofield, 2012). The results suggested that caregivers experienced a 
loss of self-identity, and for some a loss of control over life due to 
their caregiving role. Another finding was that caregivers experienced 
difficulty disconnecting from their caregiving role, which was a 
barrier in seeking help for their needs. 
3.1.1.3 Resources  
 
As discussed, the caregiver experience is unique, and there is a 
great deal of variability, even when the demands of care are similar. 
Pearlin and colleagues (1990) proposed that the social, financial and 
internal resources available to manage stressful experiences moderate 
the relationship between stressors and outcomes, and help to explain 
this variability.  
  In a study of family carers, emotion-focused coping and social 
support were found to be essential resources to manage stress (Hull, 
1992). Further, instrumental, emotional and informational supports, 
formal and informal, were shown to influence the nature of the 
caregiving experience. In the same study, carers emphasised that 
trusting relationships, support networks and sharing care related tasks 
contributed to security, hope, reassurance, a sense of normalcy, 
comfort and togetherness with others, trust and manageability.  
  Social support can mitigate anxiety, uncertainty, vulnerability 
and feelings of abandonment and isolation (Funk et al., 2010). 
However, the literature suggests that often carers’ needs for support 
are suboptimal, and are not met by health care providers (Hudson et 
al., 2012). As a result of this finding, Hudson et al. (2012) proposed 
guidelines for the psychosocial and bereavement support of family 
 
 
48 
carers of palliative care patients. There are 20 guidelines, which cover 
four stages (i.e., setting up family caregiver support, assessing need 
and establishing a plan of care, preparing for death, and bereavement 
support).  
3.1.1.4 Outcomes  
 
According to Pearlin et al. (1990), ‘outcomes’, which is the 
final component of their model, refer to the consequences of 
caregiving. Some of the burdensome effects of caring for a person 
with a life-limiting illness have already been described. However, 
carers may also experience positive effects of their caregiving role.  
  Several researchers have noted that some carers appraise the 
experience as rewarding and/or meaningful, often simultaneously with 
challenges and burden (Hudson, 2004; Stajduhar et al., 2010). Family 
carers report deriving significant benefits of supporting a relative with 
a life-limiting illness, thus meeting their own needs (Stadjuhar, 2013). 
Further, some carers report a sense of accomplishment and 
satisfaction in fulfilling the final wishes of the patient. This sense of 
relief and ability to help the patient can result in a feeling of pride, 
esteem or mastery. For some, the ability to demonstrate love and 
fulfill reciprocity is a life-enriching experience that provides them 
with meaning and a renewed appreciation for life (Funk et al., 2010).  
Further, clarity in self-identity, and personal growth are also shown to 
positively impact carers.  
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3.2 The Needs of Nurses in Palliative Care 
 
All members of the multidisciplinary team involved in the 
provision of palliative care face professional, emotional and 
organisational challenges associated with their role. This can leave 
them vulnerable to occupational stress, which can lead to burnout 
(Fillion et al., 2007).  
In the home care setting, palliative nurses are central to the 
care provided, and have a great deal of responsibility (Pusa, Hagglund, 
Nilsson, & Sundin, 2014). As palliative care is a relatively young 
discipline, the unmet needs and perceptions of palliative care nurses is 
under-researched. 
3.2.1 Primary Stressors  
 
Coping with patients’ suffering has been reported as a major 
stressor for nurses working in palliative care (Brazil, Kassalainen, et 
al., 2010; Georges & Grypdonck, 2002). Further, ‘moral’ problems 
can occur for nurses when symptoms, especially pain, are not 
adequately alleviated, and they feel they are not making an impact on 
patients’ suffering (Georges & Grypdonck, 2002). The awareness that 
high doses of analgesics may hasten death, also strongly contributes to 
nurses’ feeling of insecurity and guilt, particularly among less 
experienced nurses (Brazil, Kassalainen, et al., 2010). In addition, a 
lack of resources to adequately alleviate symptoms has been shown to 
be a source of distress for nurses. 
Nurses encounter moral conflict and distress when patients 
refuse treatment or medical care, especially when this is a decision 
nurses feel patients are not competent to make (Brazil, Kassalainen, et 
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al., 2010). Respecting patient autonomy in such care decisions is a 
challenge many palliative care nurses face. In addition, nurses may 
find it more distressing when dealing with younger patients, or those 
with whom they identify strongly (Brazil, Kassalainen, et al., 2010). 
Working in palliative care can also bring nurses face-to-face with their 
own mortality (Mok & Chiu, 2004).  
A recent study involving palliative nursing staff found there 
was an unmet need for support (Eriksson, Wahlstrom-Bergstedt, & 
Melin-Johansson, 2014). This referred to support in the form of 
supervision, particularly for dealing with emotionally taxing cases. 
According to this study, significantly more women than men reported 
this as an unmet need, and those aged between 50-59 had an increased 
need for support. In addition, this study also found that nurses had an 
unmet need for education.  Over 40% of these nurses lacked the 
education necessary for their role as a palliative care professional. 
Further, compared with nursing home staff members, home care staff 
had the greatest need for further education.   
In a study examining palliative nurses’ knowledge and 
preparedness to care for individuals with heart failure (HF), nurses’ 
knowledge was shown to be lacking (Kim & Hwang, 2014).  
Specifically, less than 30% of the nurses could correctly answer 
questions about symptom management in palliative care. Further, 30% 
were not prepared for practice, nor were prepared to cope with the 
demands of the role.  In another study examining nurses who worked 
with advanced HF patients, it was found that almost all nurses 
reported a lack of education in discussing prognosis with patients 
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(Hjelmfors et al., 2014). However, most nurses were confident that 
they could discuss prognosis with patients if they had to, while more 
than half reported often or sometimes hesitating to discuss prognosis 
in daily practice because they did not know how to answer patients’ 
questions. Almost all nurses from this study reported an unmet need 
for training in conveying prognosis to patients, and communication 
with patients. 
 Palliative care nurses’ unmet needs can have implications for 
patients and families. In a study on home care nurse decision-making, 
a range of factors that impacted on the family were considered 
(Stadjuhar et al., 2011). One of these factors was resource barriers 
(e.g., staffing limitations and large workloads). In addition to having 
implications for patients and families, having unmet needs also 
impacted on the nurses. For example, some nurses attempted to 
mitigate the effects of some of these ‘resource barriers’, such as 
access to care, by skipping breaks, working overtime or working in 
their own time. It is important that nurses are not feeling overworked 
or over-burdened to prevent burnout (Gama, Barbosa, & Viera, 2014). 
3.2.2 Secondary Stressors 
 
From an organisational perspective, psychological morbidity 
and burnout is linked to absenteeism and high staff turnover (Ablett & 
Jones, 2007). Personal expectations or personal vulnerability may 
predispose nurses to experience stress and unmet needs (Georges & 
Grypdonck, 2002). Nurses who feel vulnerable and unprepared may 
fear harming the patient, or fear negative reactions from colleagues if 
they make a mistake. Further, this can lead to a lack of 
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communication with colleagues about their personal feelings. The 
pressure of interpersonal relations, particularly competition and 
rivalry has been examined in prior research (Gama et al., 2014). Some 
palliative nurses in this study have shown a perceived lack of support 
from colleagues in difficult situations, fearing self-disclosure signifies 
“weakness”. This may contribute to occupational stress.  
3.2.3 Resources 
 
Despite working in an environment that may present 
existential loneliness and a sense of disintegration of self (Boston, 
Balfour, & Mount, 2006), palliative care nurses have reported a 
number of ways in which they cope with their role. Many nurses have 
indicated that behavioural and cognitive strategies, utilised both 
during a shift and after a shift, are helpful in coping with their stress. 
Strategies include: debriefing with colleagues, the use of humour, 
maintaining a healthy work life balance, and maintaining constructive 
social networks (Ablett & Jones, 2007; Boston et al., 2006). Further, 
an awareness of their own spirituality and their mortality can help 
nurses address the needs of their patients and their families (Ablett & 
Jones, 2007). It has also been found that personal suffering increases 
awareness of the suffering of others. Therefore learning from personal 
life experiences can be a resource for nurses to draw on in this context 
(Boston et al., 2006).  
3.2.4 Outcomes  
 
Painful emotions, moral distress, a perception of 
powerlessness, exhaustion, grief, erosion of personal integrity and 
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frustration are all potential consequences of a nurse’s inability to 
relieve suffering in their patients (Georges & Grypdonck, 2002). 
Given these concerns, it is somewhat surprising that palliative care 
nurses have reported lower levels of burnout than staff working in 
other specialties, including oncology and intensive care (Mallet, Price, 
Jurs, & Slenker, 1991; Vachon, 1995, 2000).  
In addition to the negative aspects of their role, palliative care 
nurses also reported that contact with dying patients and their families 
is a major source of job satisfaction, and that confronting personal 
mortality can lead to greater fulfillment in life (Ablett & Jones, 2007). 
Several factors afford nurses with a sense of satisfaction, including 
supportive colleagues, a manageable workload and a pleasant working 
environment where they perceive they are making a difference and 
being part of something meaningful (Vachon, 2000).  
In a qualitative study examining palliative care providers’ 
(PCP) perspectives on existential and spiritual distress (Boston et al., 
2006), it was found that working with people who are at the end of 
their life and being able to listen and talk to them is viewed as richly 
rewarding. According to this study, for some PCP, awareness of 
personal mortality afforded them a heightened zest for life. 
Attentiveness to personal feelings, including recognition of 
transference and countertransference within the professional-patient 
relationship was shown to support healing encounters. This study also 
showed that when personal suffering was acute, professionals 
struggled with their desire to facilitate healing for the patient, but 
when a meaningful professional-patient bond existed, healing 
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occurred for both patient and PCP (Boston et al., 2006). Finally, in the 
palliative care literature, the experience of working with patients with 
a life-limiting illness has been described by nurses as one of ‘privilege’ 
(Ablett & Jones, 2007). 
3.3 Summary and Conclusion 
 
 While caring for a person with a life-limiting illness can be 
burdensome and highly stressful, it can also be a process of personal 
growth and healing. The commitment involved, whether it is in a non-
paid or paid capacity, is admirable, and the resilience involved in the 
avoidance of burning out in a stressful working environment is 
evident. Despite the nature of such a caregiving role, and the 
associated stressors that accompany it, there appears to be limited 
literature examining the unmet needs of formal carers (i.e., palliative 
care nurses), in this setting. Further, the experience of nurses in a 
home-based palliative care environment is under-researched, and 
requires attention, especially given this model of palliative care is 
dominant in Australia and internationally. In the next chapter, a 
systematic literature review of patient and carer self-reported unmet 
needs is presented.  
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Chapter 4: Paper 1- Home Based Palliative Care: A 
Systematic Literature Review of the Self-Reported 
Unmet Needs of Patients and Carers 
 
4.0 Rationale for Paper 1 
 
The unmet needs of patients and carers in palliative care have 
been well documented. Typically, patients tended to report unmet 
physical, practical and psychological needs (Aoun et al., 2007; Ford et 
al., 2012), while carers expressed a need for further information, 
additional support from health services, and the provision of financial 
assistance (Aoun et al., 2005; Thompson & Roger, 2014). Many of the 
past research studies that have explored unmet needs have adopted 
methodologies that focus on perspectives of bereaved carers and 
health care professionals, as opposed to personal accounts by patients 
and current carers.  
Past research has also usually involved patients and carers 
receiving different types of palliative care services (i.e., inpatient, 
home-based). Given that home-based care is the dominant model of 
care for people with life-limiting illnesses in Australia and 
internationally (Kamal et al., 2013; Luckett et al., 2014; Shepperd et 
al., 2011), and given that people living with life-limiting illnesses in 
the home may have differing needs to those receiving inpatient care, 
the review in this chapter focused specifically on home-based patients 
and informal carers.  
 The aims of this review were to describe, evaluate and 
summarise the literature on unmet needs of palliative home care 
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patients and carers. The research question addressed in Paper 1 was: 
What are the unique unmet needs of patients and informal carers who 
receive palliative home-based care? 
4.1. Paper 1: Home Based Palliative Care: A Systematic 
Literature Review of the Self-Reported Unmet Needs of 
Patients and Carers 
 
 Following is a manuscript that was submitted to, and 
subsequently published in the journal, Palliative Medicine. The 
formatting and reference style is in accordance with the journals’ 
requirements. 
See link for published article.  
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Abstract 
 
Background: There have been many studies of the unmet needs of 
palliative care patients and carers from the perspective of bereaved 
caregivers. However, the unmet needs of palliative care patients and 
carers from the perspective of current patients and their carers have 
received little research attention.  
Aim: As home based services have become one of the main delivery 
models of palliative care, the aim of this review was to describe, 
evaluate and summarise the literature on the unmet needs of palliative 
home care patients and carers.  
Design: The systematic review of qualitative and quantitative studies 
was conducted in accordance with the PRISMA guidelines.  
Data sources: PubMed, CINAHL, EMBASE, MEDLINE, PsycINFO, 
AMED and CareSearch were searched to find empirical studies on the 
self-reported unmet needs of palliative home care patients and carers. 
Results:  Nine qualitative studies, three quantitative studies and three 
mixed design studies were identified. The most frequently reported 
unmet need was effective communication with health care 
professionals, the lack of which negatively impacted on the care 
received by patients and carers. Physical care needs were met, which 
indicates that the examined palliative home care services were 
delivering satisfactory care in this domain, but lacking in other areas. 
Conclusions: The focus therefore should be on improving other 
aspects of patient care including communication by health 
professionals to prevent or reduce suffering in areas such as 
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psychosocial domains. Valid and reliable quantitative measures of 
unmet needs in palliative care are needed to examine this area more 
rigorously.   
Keywords 
Palliative care, home care services, needs assessment, systematic 
review
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Introduction 
 
Given the dramatic improvements in life expectancy in recent 
decades across many countries in the Organisation for Economic Co-
operation and Development, more people survive into old age and 
thus encounter significant disease burden that requires specialised 
health care services towards the end of life.1 Added to this, the age of 
potential carers is also increasing. Palliative care, which uses a 
multidisciplinary approach, offers support to patients and carers to 
live as actively as possible until death, while addressing the needs of 
both patients and their families. Palliative care services are provided 
in inpatient and home settings, with the latter being a dominant model 
of care for those at the end of life.2 
Home based palliative care services offer many benefits, some 
of which include a sense of normalcy, choice and comfort.3 The 
prospect of dying at home, although only a small portion of patients 
actually do so4, is regarded as a more comfortable and dignified 
experience than dying in a hospital.3 In addition, home based 
palliative care is more cost-effective than hospital care, thus it is often 
promoted by healthcare agencies.3 Despite being an advantageous 
model of care, challenges exist in providing an optimal service. For 
instance, palliative home care services rely on the contribution of 
family carers to make home care possible.5 Consequently, family 
caregivers are often in a situation of managing multiple 
responsibilities and often forgo their own needs to attend to those of 
the patient.3 These responsibilities often go unnoticed and 
unaddressed by palliative care agencies, resulting in unmet needs.3, 6-8 
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There is a lack of clarity in the literature on the definition of unmet 
needs, with many empirical papers using circular definitions, or 
failing to define the term, perhaps suggesting that the researchers 
assume a definition consistent with lay understanding of these words. 
Therefore, according to our understanding of the term “unmet needs”, 
needs go unmet “when basic requirements to maintain quality of life 
have not been met”.  
For patients, unmet needs tend to exist across practical, 
emotional, physical and existential domains.9 On the other hand, 
carers providing support to individuals receiving palliative care often 
report unmet needs for information, communication, service provision, 
support from health and community services10 and financial 
assistance.11  
The existing literature is largely based on the perspective of 
bereaved caregivers and health care professionals. To our knowledge, 
no systematic reviews addressing the self-reported unmet needs of 
palliative home care patients and carers have been published. It was 
therefore our aim to describe, evaluate and summarise the literature on 
unmet needs of palliative home care patients and carers.  
Methods 
 
This review of both qualitative and quantitative studies was 
conducted in accordance with the key characteristics of a systematic 
review, and the Preferred Reporting Items in Systematic Reviews and 
Meta-Analyses (PRISMA) guidelines14. PRISMA is an evidence-
based method of ensuring a minimum set of items are reported in such 
reviews.  Further, the key characteristics of a systematic review 
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include: establishing a clearly stated set of objectives with pre-defined 
eligibility criteria for studies; developing an explicit, reproducible 
methodology; using a systematic search to identify all studies that 
meet the eligibility criteria; assessing the validity of the findings of the 
included studies; and synthesising the characteristics and findings of 
the included studies.12   
Search Strategy for the Identification of Studies  
 
Relevant bibliographic databases were searched for eligible 
studies between January and August 2012. These were PubMed, 
CINAHL, EMBASE, MEDLINE, PsycINFO and AMED. A search 
was established for each database separately, with no restrictions on 
language or study methodology. While the research team did not 
restrict the search for year of publication, an automatic limiter was set 
at 1975 by the Deakin University library databases, which means 
papers were retrieved from years 1975 to 2012. Grey literature in 
palliative care was also searched through the Australian database 
CareSearch.13  
Word groups representing the key components  ‘palliative 
care’, ‘home care’, ‘unmet needs’, ‘patient’ and ‘carer’ were 
combined in several ways using controlled vocabulary (i.e., MeSH, 
Emtree and Thesaurus of Psychological Index Terms). The 
MEDLINE search strategy can be found in Appendix B. Further 
detailed search histories are available from the corresponding author 
on request. Reference lists of the identified articles were screened for 
additional relevant studies. 
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Inclusion and Exclusion Criteria  
 
An article was included in the review if it reported (1) 
empirical data (2) on the unmet needs (3) of patients and informal 
caregivers (4) currently receiving palliative home care. The inclusion 
criteria were further defined as follows: 
(1)  Empirical data: articles reporting on original studies that 
contained explicitly formulated research questions and 
collected either qualitative and/or quantitative data. Editorials, 
narrative reviews and case reports were excluded.  
(2)  Unmet needs: refers to the self-perceived needs of patients and 
carers that require professional attention in addition to what is 
already provided. 
(3) Patients and informal caregivers: studies that included adult 
palliative care patients and/or their informal caregivers. Thus, 
articles focusing on paediatric palliative care patients were 
excluded, as were those that focused on formal caregivers of 
palliative care patients (i.e. persons employed to care for the 
patient).  
(4)  Palliative home care: refers to the medical care that is provided 
for a patient and his/her family when the patient has a life-
limiting disease that no longer responds to curative treatment. 
Articles were excluded if the stage of the disease was not 
specified and if information to enable identification of 
participants with a life limiting illness was not provided. 
Patients and carers must also have been receiving the care at 
home.  
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Inclusion Procedure  
 
A two-stage selection process was used to determine studies 
for inclusion. Firstly, the inclusion criteria were applied to the title and 
abstract of each article identified. The full text article was retrieved if 
the review criteria were met or if there was insufficient information in 
the abstract to assess eligibility. The full texts were then carefully 
screened and those that met the inclusion criteria were included.  
Assessment of the Quality of the Studies  
 
The Standard Quality Assessment Criteria for Evaluating 
Primary Research Papers from a Variety of Fields14 was used to assess 
the quality of studies included in this review. This tool was chosen 
because it includes a scoring system to systematically assess the 
rigour of both qualitative and quantitative study designs, and it has 
been widely used15-17. For the quantitative studies, 14 items were 
scored depending on the degree to which the specific criteria were met 
(“yes” = 2, “partial” = 1, “no” = 0). Items not applicable to a 
particular study design were marked “N/A” and were excluded from 
the calculation of the summary score. A summary score was 
calculated for each paper by summing the total score obtained across 
relevant items and dividing by the total score possible for the 
applicable items (i.e. 28- [number of “N/A” x 2]). The quality 
assessment checklist and summary scores for each of the quantitative 
studies are detailed in Table 1
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Table 1. Standard Quality Assessment Criteria for Evaluating Primary Research Papers from a Variety of Fields: Quantitative studies  
 
Checklist  Decker and 
Young (1991) 
Grande, Todd 
and Barclay 
(1997) 
Hampton, Hollis, 
Lloyd, Taylor and 
McMillan (2007) 
Osse, Vernooij-
Dassan, Schade 
and Grol (2005) 
Osse et al. (2006) Zapart, Kenny, 
Hall, Servis and 
Wiley (2007) 
1. Question/ objective sufficiently described? Yes Yes Yes Partial Partial Yes 
2. Study design evident and appropriate? Partial Yes Yes Yes Yes Yes 
3. Method of subject/comparison group 
selection or source of information/input 
variable described and appropriate? 
Partial Yes No Yes Yes Partial 
4. Subject (and comparison group, if 
applicable) characteristics sufficiently 
described? 
Yes Yes Yes Yes Yes Yes 
5. If interventional and random allocation was 
possible, was it described? 
N/A N/A N/A N/A N/A N/A 
6. If interventional and blinding of 
investigators was possible, was it reported? 
N/A N/A N/A N/A N/A N/A 
7. If interventional and blinding of subjects 
was possible, was it reported? 
N/A N/A N/A N/A N/A N/A 
8. Outcome and (if applicable) exposure 
measures well defined and robust to 
measurement misclassification bias? Means of 
assessment reported? 
Partial Partial Yes Yes Yes Yes 
9. Sample size appropriate? Partial Partial Yes Partial Partial Yes 
10. Analytic methods described /justified and 
appropriate? 
Partial Partial Yes Yes Yes Yes 
11. Some estimate of variance is reported for 
the main results? 
N/A N/A N/A N/A N/A N/A 
                    Table continued on next page 
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12. Controlled for confounding? N/A N/A N/A N/A N/A N/A 
13. Results reported in sufficient detail? Partial Yes Yes Yes Yes Yes 
14. Conclusions supported by the results? Yes Yes Yes Yes Yes Yes 
 
Summary score (%) 
 
67 
 
83 
 
89 
 
80 
 
89 
 
94 
Note:  Yes = 2, Partial = 1, No = 0, N/A = Not Applicable 
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Scores for the qualitative studies were calculated similarly 
based on the scoring of 10 items. Assigning “N/A” was not permitted 
for any of the items and a summary score was obtained across the ten 
items and dividing by 20 (total possible score). The quality assessment 
checklist and summary scores for the qualitative studies are described 
in Table 2. 
 The quality of the studies was assessed independently by one 
reviewer (AV). The other members of the research team (SB, JB, JF & 
LR) were allocated a portion of the studies at random, and reviewed 
these independently. Differences were resolved through discussion. 
 
 
 
70 
Table 2. Standard Quality Assessment Criteria for Evaluating Primary Research Papers from a Variety of Fields: Qualitative studies 
 
Checklist Aldred, 
Gott and 
Garibal-
la 
(2005) 
Decker 
and 
Young 
(1991) 
Goldsch
midt, 
Schmidt, 
Krasnik, 
Christe-
sen and 
Groenv-
old 
(2006) 
Grande 
et al. 
(1997) 
Grant et 
al. 
(2004) 
Hudson 
(2004) 
Hughes 
and 
Arber 
(2008) 
Jarret, 
Payne 
and 
Wiles 
(1999) 
Jo, 
Brazil, 
Lohfeld 
and 
Willison 
(2007) 
Jones et 
al. 
(2004) 
Murray, 
Kendall, 
Boyd, 
Worth 
and 
Benton 
(2004) 
Zapart 
et al. 
(2007) 
1. Question/objective 
sufficiently described? 
Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes 
2. Study design evident and 
appropriate? 
Yes Partial Yes Yes Partial Yes Yes Yes Partial Yes Yes Yes 
3. Context for the study clear? Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes 
4. Connection to a theoretical 
framework/wider body of 
knowledge? 
Yes Yes Partial Partial Partial Yes Yes Yes Partial Partial Yes Yes 
5. Sampling strategy described, 
relevant and justified? 
Yes Partial Yes Yes Partial Yes Partial Partial Yes Partial Partial Yes 
6. Data collection methods 
clearly described and 
systematic? 
Yes Partial Partial Partial Partial Partial Yes Yes Yes Yes Partial Partial 
7. Data analysis clearly 
described and systematic? 
Yes Partial Partial Partial Partial Partial Yes Yes Yes Partial Yes Yes 
               Table continued on next page 
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8. Use of verification 
procedure(s) to establish 
credibility? 
Yes No Yes No Yes Yes No No Yes No Yes No 
9. Conclusions supported by 
results? 
Yes Yes Yes Yes Yes Yes Yes Yes Yes Partial Yes Yes 
10. Reflexivity of the accounts? No No No No No No No No No No Partial No 
 
Summary score (%) 
 
90 
 
60 
 
75 
 
65 
 
65 
 
80 
 
75 
 
75 
 
80 
 
60 
 
85 
 
75 
Note:  Yes = 2, Partial = 1, No = 0 
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Results 
 
The searches yielded 7215 citations. After removing 2002 
duplicate citations, 5213 titles and abstracts were screened. Two 
hundred and nine citations initially appeared to meet the inclusion 
criteria. All 209 full-text articles were retrieved and reviewed in detail. 
Sixty-six articles were excluded because they did not involve current 
accounts from palliative home care patients and carers, and 51 articles 
were excluded because the focus was not on unmet needs. Other 
reasons for article exclusion are detailed in Figure 1. As can also be 
seen in Figure 1, the article exclusion process led to a total of 15 
articles that met the inclusion criteria and formed the basis of the 
review.  Each of these papers was assessed for methodological quality 
and included in the data extraction process. 
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Figure 1. PRISMA flowchart of included and excluded studies  
PRISMA: Preferred Reporting Items for Systematic Reviews and Meta-Analyses.   
 
 
Methodological Quality of the Identified Studies 
 
Quality assessment criteria were applied to the 15 included 
studies14. As there is no consensus on the cut-off point for article 
inclusion in a review, articles were not excluded on these grounds.14 
The authors of the Standard Quality Assessment Criteria do, however, 
suggest that a conservative cut-off point for article inclusion would be 
75%, and a relatively liberal cut-off point would be 55%. Of the 15 
articles, none were categorised as below 55%, with the lowest overall 
quality assessment score being 60%, with only two articles receiving 
this score. While these summary scores are useful in providing a 
overall interpretation of the methodological quality of included studies, 
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a detailed critique of the studies is also necessary in order to 
understand the specific strengths and weaknesses of and examine how 
the results of each study accounted for individual differences in unmet 
need. This critique is provided below, starting with the quantitative 
studies.  
 The characteristics of the participants were adequately 
described in all quantitative studies, with all of these studies gaining 
full scores on this criterion. Furthermore, appropriate conclusions 
were drawn from the results in all of the quantitative studies. In one 
quantitative study18 the authors did not describe the method of 
participant group selection, and thus received a score of zero on this 
criterion. However as the study had other methodological strengths, 
such as an appropriate sample size, the overall quality of this paper 
was high receiving a summary score of 89%. In comparison, another 
study19, which did not receive a score below one on the criteria, had 
the poorest overall quality (67%) because it only partially satisfied 
many of the criteria. Overall, the studies had more strengths than 
weaknesses.  
  The main weakness across the qualitative studies was the lack 
of evidence of reflexivity, with the authors of only one study20 
partially fulfilling this criterion. Another weakness was the lack of a 
verification procedure to establish credibility, and in six of the studies7, 
19, 21-24 a score of zero was given for this criterion.  The major 
strengths of the qualitative studies were the clearly described research 
questions and/or objectives, and the clarity of the context for each 
study. In fact, all studies received full scores for both these criteria.   
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The authors of included studies, in general, provided a 
breakdown of participant age and gender, with the exception of two 
studies20, 24. This basic demographic information is important and 
needs to be provided in research papers to give the reader some 
indication of how individual differences impact on participant 
appraisal. In six studies7, 19, 20, 23-25 individual differences in unmet 
need were accounted for by recruiting participants with more than one 
life-limiting illness and in two of these studies20, 25 a comparison of 
unmet need by illness type was undertaken.  
In one of the studies23 that focused on carer unmet need, the 
authors accounted for individual differences by examining the number 
of carers who received assistance from one or more relatives and 
friends. This is an important consideration, as it is likely to have a 
major impact on the unmet needs of informal carers.  
 In only six of the included studies individual differences in 
unmet need were accounted for, beyond describing demographic 
information. Given that most of the studies included in this review 
used qualitative methodology, this is not surprising as this limits 
ability to account for individual differences and needs to be a 
consideration when interpreting these results, and in further research. 
The characteristics of the 15 included articles and their 
assessment scores are summarised in Tables 3, 4 and 5.  
 All articles that addressed patient unmet needs only are 
summarised in Table 3, while all articles that addressed carer unmet 
needs only are summarised in Table 4. Finally, the studies that 
involved both patients and carers are summarised in Table 5.
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Table 3. Characteristics and Assessments of the Quality of Quantitative and Qualitative Studies about Patients’ Unmet Needs  
 
Author 
(Publication year) 
Country Research question/s Design/Meas
ures 
Participants Findings Quality score 
(quantitative) 
Quality score 
(qualitative)  
1.Grant et al. 
(2004) 
UK What are the spiritual 
issues and needs that 
patients with advanced 
cancers and non-
malignant illnesses 
experience, and how do 
these needs impact on 
their wellbeing? 
In-depth 
qualitative 
interviews  
20 patients; 13 with 
advanced cancer and 
seven with advanced non-
malignant illnesses. 
Age range: 57-100 
Female: 11 (55%) 
Patients expressed a need 
for peace, freedom from the 
“dark” and freedom from 
the fear of dying. 
Patients felt they had little 
guidance about dying and 
what to expect. Some 
expressed a need to end 
their life. 
 
N/A 
 
65% 
2. Hampton et al. 
(2007) 
USA What are the most 
common spiritual needs 
of advanced cancer 
patients? 
Which spiritual needs in 
advanced cancer patients 
are likely to be unmet? 
Quantitative 
cross-
sectional 
design- 
Spiritual 
Needs 
Inventory 
(SNI)   
90 patients with advanced 
cancer. 
Mean age: 71.2 
Male: 49 (54%) 
More than half of patients 
reported no unmet needs. 
Twenty-six percent 
reported only one unmet 
need. The most common 
unmet need was to attend 
religious services. Other 
unmet needs included 
praying and being with 
friends and family. 
 
89% 
 
N/A 
                                                          
 
 
                                                    Table continued on next page  
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3. Hughes and 
Arber (2008) 
UK What is the lived 
experience of patients 
with advanced pleural 
mesothelioma? 
In-depth 
qualitative 
interviews  
Five patients with 
advanced pleural 
mesothelioma. 
Age range: 54-76 
Male: 4 (80%) 
Patients had unmet 
emotional, psychosocial 
and informational needs. 
 
N/A 
 
75% 
4. Jones et al. 
(2004) 
UK What are the needs of 
patients dying in primary 
care from chronic 
obstructive pulmonary 
disease (COPD)? 
Semi-
structured 
qualitative 
interviews  
16 patients dying with 
COPD. 
Age range: 62-83 
Female: 8 (50%) 
 
Half of the patients wanted 
further information about 
their illness. Patients also 
expressed a need for 
mobility equipment, such 
as wheelchairs.  
 
N/A 
 
60% 
5. Osse et al. 
(2005) 
Netherlands What are the problems 
experienced by patients 
and their met and unmet 
needs for professional 
help? 
Quantitative 
cross-
sectional 
design- 
Problems and 
Needs in 
Palliative 
Care (PNPC) 
Questionnaire 
94 patients with cancer. 
Age range: 30-87 
Female: 65 (69%) 
 
More support to help cope 
with ‘fears of suffering’ 
and ‘loss of autonomy’ was 
found, as well as a wish for 
more professional support 
for psychological issues in 
general. A need for more 
professional attention for 
financial and administrative 
problems was also reported. 
80% N/A 
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Table 4. Characteristics and Assessments of Quality of Quantitative and Qualitative Studies about Carers’ Unmet Needs  
 
Author 
(Publication 
year) 
Country Research question/s Design/ 
Measures 
Participants  Findings Quality score  
(quantitative) 
Quality score 
(qualitative) 
6. Decker and 
Young (1991)  
USA What are the self-perceived 
needs of primary caregivers 
of terminally ill home 
hospice clients? 
Mixed design 
interviews 
(qualitative 
and 
quantitative 
items) 
19 primary informal 
caregivers. 
Age range: 25-81 
Female: 16 (84%) 
 
Carers frequently expressed a need for 
respite care and for more information 
regarding what to do at the time of death. 
67% 60% 
7. Hudson 
(2004)  
Australia What are the positive 
aspects and challenges 
associated with caring for a 
dying relative at home? 
Semi-
structured 
qualitative 
interviews  
47 primary family 
caregivers of 
advanced cancer 
patients. 
Mean age: 60 
Female: 30 (64%) 
 
27.6% felt that the service was not 
supportive in certain situations, which 
created difficulty for them, including poor 
continuity of care, inadequate information, 
limited respite and lack of symptom 
management education. 
 
N/A 
 
80% 
8. Osse et al. 
(2006)  
Netherlands What are the problems and 
needs for professional 
support in caregivers of 
advanced cancer patients 
living at home? 
Quantitative-
Problems and 
Needs in 
Palliative Care 
Questionnaire-
Caregiver 
(PNPC-c) 
76 caregivers of 
patients with 
advanced cancer. 
Age range: 28-78 
Male: 46 (61%) 
One in four caregivers wanted to receive 
more professional attention for issues 
concerning their competence as a care 
provider. One in five caregivers wanted 
more professional attention for their fears 
about the unpredictable future, including 
financial difficulties. More than half 
wanted more information, including 
information about alternative medicines 
and euthanasia. 
 
89%                     N/A 
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9. Zapart et al. 
(2007)  
Australia What is the contribution of 
informal carers, the impact 
of providing informal care 
and the support carers think 
would help them? 
Mixed design-
semi-
structured 
interviews, 48 
hour informal 
care diary, 
medical 
records, the 
Short Form 
Health Survey 
(SF-36) and 
the 
Caregiver 
Reaction 
Assessment 
(CRA) 
82 informal primary 
carers  
Age range: 25-88 
Female: 57  (70%) 
Carers most frequently identified 
information and advice, financial 
assistance, respite care and assistance with 
household tasks as areas where more 
support from formal services would be 
needed. Emotional support and help with 
personal care and technical tasks was also 
requested but less frequently. A smaller 
number of carers requested support with 
equipment provision, medical home visits 
and occupational assistance (e.g., time off 
work) and practical support (e.g., child 
minding). 
94% 75% 
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Table 5. Characteristics and Assessments of Quality of Quantitative and Qualitative Studies about Patients’ and Carers’ Unmet Needs 
 
Author 
(Publication year) 
Country Research 
question/s 
Design/Measures Participants  Findings Quality score 
(quantitative) 
Quality score 
(qualitative) 
10. Aldred et al. 
(2005)  
UK What is the impact 
of heart failure on 
the lives of older 
patients and their 
informal carer? 
Joint semi-structured 
qualitative 
interviews  
10 patients with 
heart failure and 
their informal 
primary carer 
(interviewed 
together) 
Age range  
(patients): 60-77 
Male patients: 7 
(70%) 
Female carers: 6 
(60%) 
Most wanted more 
discussion time with 
their doctor and patients 
wanted to discuss the 
progress of their 
condition and future 
concerns, with many 
wanting to know when 
they would die.  
 
N/A 
 
90% 
11. Goldschmidt et 
al. (2006)  
Denmark What are the 
problems and 
expectations of 
palliative home 
care patients and 
carers? 
Individual semi-
structured 
qualitative 
interviews  
Nine patients with 
terminal cancer and 
their six carers. 
Age range 
(patients): 55-88 
Female (patients): 
5 (56%) 
Female (carers): 5 
(83%) 
Patients and carers 
wished the home care 
team offered respite and 
a few wished the home 
care team could offer 
patients activities, such 
as going for a walk or to 
a day care centre. 
 
N/A 
 
75% 
                                                                                                                                                                                                                                       Table continued on next page  
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12. Grande et al. 
(1997)  
UK What are the needs 
for support and 
problems with 
support given to 
terminally ill 
patients and their 
carers? 
Individual semi-
structured 
qualitative 
interviews  
43 terminally ill 
patients, 30 carers, 
80 GPs. 
Mean age 
(patients): 65 
Mean age (carers): 
55 
Patients and carers 
wanted more help with 
one or more aspects of 
everyday functioning,  
mostly with transport 
and outdoor mobility, 
followed by help with 
personal care and 
housework.  
 
83% 65% 
13. Jarret et al. 
(1999)  
UK What are the 
patients’ and 
carers’ perceptions 
of their needs or 
problems and to 
what extent do they 
feel these needs are 
being met? 
Individual or joint 
semi-structured 
qualitative 
interviews  
Nine terminally ill 
patients and 12 
informal carers. 
Age range 
(patients): 38-81 
No age range 
specified for carers. 
Male (patients): 8 
(89%) 
Female (carers): 9  
(75%) 
Patients and carers felt 
that the state or council 
should be providing 
basic safety needs but 
patients and carers were 
not asked about what 
they needed. Practical 
and financial needs or 
problems were identified 
as well as transport 
difficulties. Participants 
indicated that 
communication with the 
care service was poor. 
N/A 
 
75% 
         Table continued on next page 
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14. Jo et al. (2007)  Canada What are the 
perspectives of the 
spousal caregiver 
and the care 
recipient on the 
end of life 
caregiving 
experience in home 
based palliative 
care? 
Individual semi-
structured 
qualitative 
interviews  
Ten patients and 
their spousal 
caregiver. 
Age range 
(patients): 60-88 
Male (patients): 7 
(70%) 
Age range (carers): 
58-87 
Female (carers): 7 
(70%) 
Participants reported that 
formal support providers 
did not listen to their 
needs and that questions 
were not clearly 
answered. Workers were 
not always aware of what 
a previous worker had 
already done, indicating 
poor communication 
among staff. 
N/A 
 
80% 
15. Murray et al. 
(2004)  
UK 1. Do patients with 
life-threatening 
illness and their 
informal carers 
experience 
significant spiritual 
needs, in the 
context of their 
total needs? 
2. How did 
spiritual concerns 
vary by illness 
group and over the 
course of each 
illness? 
3. How do patients 
and their carers 
perceive that they 
In-depth qualitative 
interviews  
20 patients with 
inoperable lung 
cancer, 20 patients 
with end stage 
heart failure and 
their informal 
carers. 
No information on 
age or gender. 
Spiritual issues were a 
source of unmet needs 
for both patient groups. 
Carers also expressed 
spiritual needs.  
Spiritual concerns of 
lung cancer patients and 
carers were characterised 
by despair, punctuated 
by episodes of hope and 
striving to maintain a 
positive outlook. 
Spiritual concerns of 
heart failure patients and 
their carers were 
characterised by 
hopelessness, isolation 
and altered self-image. 
N/A                      85% 
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might be helped 
and supported in 
addressing spiritual 
issues? 
Patients maintained a 
“brave face” so as to not 
upset others, therefore 
their spiritual needs went 
unrecognised. 
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Unmet Needs 
 
The results of the articles were combined and the collective 
identified unmet needs were then categorised. Where possible, patient 
and carer unmet needs were distinguished. However, as there was 
some overlap between the categories it appears that many are 
interrelated. Categories were developed using a systematic process, in 
which an unmet need must have appeared in the results section of at 
least two of the studies. The most frequently reported unmet needs 
were discussed first, with communication with health professionals 
the most commonly reported. 
Communication Needs 
 
Open communication within the home care service was a 
common unmet need for patients and carers and was discussed in six 
of the articles.19, 23, 24, 26-28 Regular communication with doctors and 
nurses, as well as between primary and secondary care staff was 
lacking. For both patients and carers this led to uncertainty as to who 
should be contacted in times of need.19, 23, 26 The problems with 
communication within services led to poor continuity of care as 
different health care staff attended patients’ homes regularly. The 
result was that often health workers were not aware of the services 
delivered by other health professionals. This was viewed as a major 
problem for patients and carers, as it appeared that the services were 
poorly co-ordinated. Patients and carers also found it very difficult to 
form relationships with service workers.24, 27 Communication 
problems in consultations with doctors were also reported as an unmet 
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need, as patients and carers believed that they were not being listened 
to. They also reported that the doctors were not interested in them or 
had enough time to listen to their concerns and that the doctors often 
were not familiar with the current concerns of the patient.24, 27, 28 
Spiritual Needs 
 
The focus of two studies was specifically on spiritual needs20,25 
and in both, qualitative interviews were used. A common issue that 
emerged from these, as well as two other studies, was fear of death 
and fear about future events and problems. Both, patients and carers 
experienced this20, 25, 28, 29 and these fears were so debilitating that 
some patients expressed a need to end their life.25 Another unmet need 
was an inability to attend religious services, and less common unmet 
needs were to pray and be with friends and family.18 In one study20 
spiritual needs varied across different patient groups, with lung cancer 
patients and carers expressing despair and episodes of hope, and heart 
failure patients and carers expressing hopelessness and an altered self-
image. In this same study patients reported that they did not want to 
burden those around them, and attempted to maintain a “brave face”. 
As a result their spiritual needs went unmet. 
Psychosocial Needs 
 
There were five studies in which patient and carer 
psychosocial needs were identified.21, 23, 26, 28, 29 These were the need 
for support with worries, fear of suffering and death, and coping with 
an unpredictable future26, 28, 29 The psychosocial needs were more 
prevalent than experiencing physical pain as an unmet need.28 Some 
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carers stated that they required emotional support from a professional 
counsellor while others preferred peer support.23 To talk about the 
patient’s illness, yet not having the opportunity to do so, was 
mentioned frequently by patients and carers.21, 23, 26, 28 In particular, 
some patients wanted to be able to discuss adaptation to their new role 
in their intimate relationship, including sexual intimacy.21, 26 
Practical Needs 
 
Practical unmet needs were discussed by patients and carers in 
five of the studies.7, 22, 23, 28, 29 These included the need for assistance 
with transport and outdoor mobility, such as access to wheelchairs.7, 22 
Assistance and support with equipment provision, occupational 
support and child minding was expressed by carers.23 Assistance with 
household tasks such as housework was reported by both patients and 
carers.7, 23 A major unmet need for patients and carers was the 
provision of financial assistance.22, 23, 28, 29 
Informational Needs 
 
The need for more information was identified in five studies.22, 
23, 26, 29, 30 Patients and carers wanted more information about the 
illness, often about managing their lives and making decisions, and 
how the condition would progress.22, 23 Patients were particularly 
concerned about what would happen to their partner when they died26 
and precisely when they would die. Carers required more information 
about what to do at the time of the patient’s death.19 Carers also 
expressed that they would like to be given information in writing29 
and a need for more information about their caregiving role.29, 30 For 
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example, they wanted information about skills to manage patient 
symptoms so that they would feel more competent as a care provider. 
They also wanted information about alternative medicines and 
euthanasia.29 
Respite Care 
 
 The need for respite care was mentioned in four of the 
studies.19, 23, 30, 31 It was mostly mentioned by carers who wanted 
palliative home care services to provide this service so that they could 
have respite from their caregiving role.19, 23, 30 Furthermore, in one 
study, patients  indicated that this was an unmet need for them and 
wished that the service would offer respite for their carer.31  
Isolation 
 
The term “isolation” was used in four of the studies and was a 
source of unmet need for both patients and carers.21, 24, 26, 31 Some 
patients felt isolated because their family did not want to talk to them 
about their illness. Many believed this lack of communication was the 
result of the stigma associated with their condition.21 Patients and 
carers felt that the illness itself was isolating because it did not allow 
the patient to leave their home26. In fact, some carers expressed a 
desire for the palliative service to offer assistance with getting the 
patient out of the house and undertaking activities.31 Furthermore, 
patients indicated that they would feel very isolated if their home care 
nurse did not visit and talk with them regularly.24  
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Loss of Autonomy  
 
Loss was an issue that arose in two studies.26, 28 In a qualitative 
interview study, where patients and carers were interviewed together, 
patients reported the loss of ability to take holidays and spend quality 
time with their grandchildren.26 Loss of autonomy, which includes 
limitation of usual activities, being dependent and losing control over 
life was also reported to be an unmet need for patients in one 
quantitative study.28 This was an area for which patients wanted more 
assistance from the home care service.    
 
Discussion 
 
Fifteen empirical studies that focused on the self-reported 
unmet needs of palliative home care patients and their informal carers 
were included in this review. A range of unmet needs were identified, 
including communication, spiritual, psychosocial, practical, 
informational and respite needs, as well as those associated with 
isolation and loss of autonomy. Open communication with health 
professionals was the most frequently identified unmet need for both 
patients and carers.  
Strengths and Limitations of the Review  
 
In addition to the methodological strengths and weaknesses 
detected through the quality assessment process, several other 
strengths and limitations were observed. For example, the majority of 
studies focused on advanced cancer patients and/or their carers. 
However, there are other patients in palliative care settings with 
medical conditions apart from cancer. Therefore there was a lack of 
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diversity across study participants. A further limitation is the lack of 
diversity across cultures. Seven of the 15 studies included in this 
systematic review were from the UK, which has a more equitable 
health system than many other countries.32 Both of these 
aforementioned limitations resulted in a narrow view of the palliative 
care experience and therefore have implications for generalisability of 
the findings. 
A further challenge was extracting patient and informal carer 
specific results from studies in which both groups were represented. In 
these studies the findings for patients and carers were integrated in the 
results section. By aggregating the carer and patient experiences, the 
unique needs of each group may have been neglected. In most studies 
it was not clear whether the unmet need was unique to the patient or to 
the carer. Furthermore, given the use of joint interviews in two of the 
studies, it was difficult to determine how much patients and carers 
influenced each other’s responses when discussing their experiences.  
 Interviews were the dominant mode of data collection in the 
studies reviewed. In 11 of the studies, semi-structured interviews were 
used, with joint patient/carer interviews employed in two others.  
Reliance on qualitative data, although extremely useful in gaining a 
broader understanding of the lived experience of participants, also has 
the potential to produce biased results. For instance, researchers may 
extricate parts of the interview that fit their agenda.33 Another 
limitation is that generalisability of the findings in qualitative research 
is limited. This is because interviews are only conducted with a small 
sample of participants, with this number generally dependent on the 
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number required to reach data saturation.34 Despite this, the results of 
the studies produced fairly consistent findings, strengthening the 
evidence for the unmet needs identified across multiple studies. 
 The inclusion of current caregivers as opposed to bereaved 
caregivers was another strength of the review. In the past there have 
been many studies addressing the unmet needs of palliative care 
patients and carers. However, in these studies participants were 
bereaved rather than current caregivers.2, 35-38 Although the views of 
bereaved carers are important, caution must be exercised as they may 
be more likely to report on the positive aspects of caring39 and to 
evaluate institutional services more positively than when they were a 
carer.40 By relying on current accounts from patients and carers, more 
reliable and robust results may have been obtained compared to past 
research. Further, this review is unique, as to the best of our 
knowledge no other systematic reviews addressing the unmet needs of 
current palliative home care patients and carers has been undertaken 
to date.  
Literature Synthesis 
 
Given the systematic nature of this review, it is possible to 
draw some overall conclusions. It is evident that home based palliative 
patients and their carers experience unmet needs across a range of 
domains and that communication with health professionals was the 
most frequently reported unmet need for patients and carers. Both 
groups believed that communication in the home care service was 
lacking, and this impacted negatively on their experiences as a service 
recipient. Other frequently reported unmet needs were associated with 
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spiritual, psychosocial, practical and informational concerns, and less 
commonly those associated with respite, isolation and loss of 
autonomy.  
Physical needs, which have historically shown to be a highly 
unmet domain in palliative care9, did not appear to be a significant 
concern for the participants in this review.  This suggests that 
palliative care agencies may place more emphasis on the preservation 
of physical wellbeing than on other domains such as the psychosocial 
and spiritual needs of patients, or that agency staff do not have the 
skills or resources to appropriately address psychosocial and spiritual 
issues.  
In contrast to past research, the results of this review revealed 
that patients and carers appear to experience very similar unmet needs. 
Previously, patient and carer needs have typically been segregated and 
their needs described as distinct from one another. In this review, 
however, the results suggest that the needs of patients and carers are 
much more aligned than previously reported.6 For example, both 
patients and carers expressed fear about death and the unpredictable 
future, and both patients and carers would have valued the opportunity 
to talk to a professional about the illness. Furthermore, the need for 
respite was characterised as an unmet need by both carers and patients.  
Implications for Policy and Practice 
 
The finding that patient and carer unmet needs are similar has 
implications for interventions that could be developed to address these 
needs. As well as addressing patient and carer issues separately, it 
appears likely that programs or information sessions that can assist 
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patients and carers together may be of benefit. One of the most 
prominent issues experienced by patients and carers was that staff 
were not communicating effectively, and patients reported that doctors 
had little time for them and were therefore unable to listen to their 
concerns. In addition, patients and carers expressed a need to talk 
about the illness with someone, but this service was not offered to 
them. The need for assistance with household tasks, and financial 
support were also common areas of unmet need for patients and carers.  
Managers and policy makers need to consider and address these 
factors if palliative care services are to provide higher levels of care. 
The standards of care may also need to be considered. Although *it 
seems the physical aspects of care were rated highly by patients and 
carers, other aspects should be given consideration, and benchmarks 
for care in these areas may need to be raised.41  
Future Research 
 
The findings of this review have been derived mostly from 
qualitative studies involving semi-structured interviews. This is due 
partly to the sensitive nature of issues experienced by those receiving 
palliative care, and also because of the dearth of quantitative measures 
that have been developed to assess the unmet needs of palliative care 
patients and carers. Very few unmet needs tools have been created 
specifically for the broader palliative care population, with several 
developed to measure the needs of cancer patients but not other 
groups. Although a large proportion of patients receiving palliative 
care have cancer, not all patients do, and therefore there is an urgent 
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need for the development of global, reliable and valid measures of 
unmet needs in the palliative setting.  
Conclusion 
 
The relief of physical, psychological and spiritual suffering is 
a central concern of palliative care services. It appears from the results 
of this review that the relief of physical suffering is generally 
managed in an appropriate manner, and therefore in that respect, 
participants in the studies considered in this review received high 
quality care. Other forms of suffering, however, are also extremely 
important. In this review it was concluded that patients and carers 
frequently self-report spiritual and psychosocial needs with physical 
needs often less of a concern. It is anticipated that the identification of 
these needs may contribute to the implementation of effective services 
and interventions that will improve the care received by palliative 
home care patients and carers.  
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4.2 Summary and Conclusion 
 
In this chapter the rationale for undertaking a systematic 
literature review on the unmet needs of palliative home-based patients 
and carers was established. Notably, the review presented in this 
chapter was the first, to the knowledge of the student and supervisors, 
that focused specifically on self-reported unmet needs of patients and 
carers in home-based palliative care settings. Unmet needs that were 
identified included communication with health care professionals, 
psychosocial, informational, spiritual and practical concerns. There 
was overlap between patients’ and carers’ unmet needs indicating that 
some of their needs may be aligned. In the next chapter, Studies 1, 2, 
3 and 4 will be introduced and the methodology described.  
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Chapter 5: Methodology 
 
5.0 Introduction 
 
Although aspects of the methodology for the current research 
have been described in the papers submitted for publication, the word 
limit and scope of those papers necessitated an abbreviated description 
of these aspects of the research. In this chapter the methodology used 
for the four empirical studies is described in detail.  
5.1 Study 1: Survey Study  
 
5.1.1 Research Design  
 
In Study 1 a cross-sectional design was used to examine unmet 
needs in patients and informal carers receiving home-based palliative 
care.  
5.1.2 Participants   
 
The sample consisted of 30 palliative home-care patients and 
21 informal carers. The ages of patients ranged from 53-89 (M =74.0, 
SD = 8.6) years and the ages of carers ranged from 39-83 (M=65.8, 
SD = 11.9) years. Further demographic details are provided in the 
empirical paper in Chapter 6.  
5.1.3 Measures 
 
Two versions of the Problems and Needs in Palliative Care 
(Osse et al., 2004) questionnaire were used; one for the patients, 
which was the Problems and Needs in Palliative Care- Short Version 
(PNPC-sv; Osse, Vernooij-Dassen, Schadé, & Grol, 2007) and 
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another for the carers, which was the Problems and Needs in Palliative 
Care- Caregiver (PNPC-c; Osse, Vernooij-Dassen, Schadé, & Grol, 
2006b). 
5.1.3.1 Problems and Needs in Palliative Care Questionnaire – 
Short Version 
 
The Problems and Needs in Palliative Care questionnaire 
(PNPC; Osse et al., 2004) was based on in-depth interviews with 
cancer patients and carers. The aim of this measure was to assist 
clinicians in the assessment of palliative care recipients’ needs. The 
checklist was originally developed in the Dutch language and is a self-
report tool comprising 90 items that systematically address the 
potential issues associated with quality of care and quality of life in 
palliative care patients. Respondents are requested to consider if an 
item is a problem, using a 3-point Likert scale (yes, somewhat, no), 
and whether they require professional attention for the item, again 
using a 3-point Likert scale (yes, as much as now, no).  If the patient 
indicates that an item is a problem or somewhat a problem, and that 
professional attention is required for that item, then the patient is 
perceived as having an unmet need. 
The PNPC has shown high internal consistency, and 
demonstrated convergent validity with the European Organization for 
Research and Treatment of Cancer (EORTC) and COOP-WONCA 
quality of life measures (Osse et al., 2004). Because the checklist is 
comprehensive, it involves a considerable time investment by the 
patient and the clinician administering it. Given the nature of life-
limiting illnesses, the authors of the scale believed a more concise 
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version was instrumental in decreasing barriers for using the tool in 
clinical practice, which led to the development of the short version, 
the 33-item PNPC-sv (Osse et al., 2005). 
The reliability and validity of the short version of the PNPC 
was established with a secondary analysis of the original PNPC, 
involving 94 patients with metastatic cancer (Osse et al., 2007). In this 
study, all domains in the questionnaire were perceived as relevant, 
where each item was experienced to be a problem or somewhat a 
problem by 25% or more of the patients. Some items were a problem 
or somewhat of a problem for 90% of the patients, and at least 10% of 
patients indicated they needed more professional attention for each 
problem in the checklist. All domains in the PNPC short version 
(PNPC-sv) were highly correlated (Spearman’s rho ≥ 0.80) with the 
original PNPC domains, showing good construct validity (Osse et al., 
2007).  
According to the authors, convergent validity was tested with 
two well-established measures of health related quality of life 
(HRQoL); the EORTC-QLQ-c30 questionnaire, and the 
COOP/WONCA-charts, developed by the Dartmouth Primary Co-
operative Research Network and the World Health Organization of 
Family Doctors. The HRQoL dimensions support the validity of the 
PNPC-sv with medium correlations (Spearman’s rho ≥ 0.40), except 
for the social issues dimension (Spearman’s rho ≥ 0.29) (Osse et al., 
2007). 
In the translation of the checklist from Dutch to English, some 
items were difficult or impossible to comprehend. For example, the 
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item “fear of metastases” was removed for the current study, as 
patients would generally already have advanced cancer or another life-
limiting illness, therefore the student and supervisors regarded this 
item as redundant. The spiritual issues domain required reworking 
mainly due to the ambiguity of some items, which was believed to be 
caused by the translation from Dutch to English. This domain was 
edited by experienced pastoral care practitioners from the service to 
include new items, developed by amending items from the Faith, 
Importance and Influence, Community, Address or Application 
(FICA) Spiritual Assessment Tool (Borneman, Ferrell, & Puchalski, 
2010). Therefore, for the current study some items required rewording 
or replacing with more appropriate and relevant items for the 
Australian context. Due to the nature of the measure being a ‘checklist’ 
of problems and needs, these modifications were not expected to 
significantly decrease the reliability or validity of the tool.  
Once the research team had made alterations to the PNPC-sv, 
35 items remained. Table 1 shows all reworded items in the PNPC-sv. 
See Appendix C for the revised version of the PNPC-sv questionnaire. 
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Table 1. 
Reworded Items in the PNPC-sv for Study 1  
 
Original PNPC-sv Reworded items  
Body care, washing, dressing or 
toilet 
Personal care, washing, dressing or 
toileting 
 
Difficulty to give tasks out of 
hands 
Difficulty in letting others take control 
of household tasks  
 
Problems in the relationship with 
life companion 
Problems in the relationship with 
spouse/companion/partner 
 
Difficulties talking about the 
disease with life companion  
Difficulty talking about the disease 
with spouse/companion/partner 
 
Difficulty to show emotion Difficulty showing emotion 
 
Difficulties to be engaged usefully Difficulty coping with not being useful  
 
Difficulties to be of avail for 
others 
Feeling like you are not of value to 
others 
 
Difficulty concerning the meaning 
of death * 
Finding some spiritual purpose for 
your illness * 
  
Difficulties to accept the disease * Doubting your religious faith* 
 
 Attending your usual religious 
ceremonies* 
 
 Discussing any spiritual concerns you 
may have regarding your illness* 
 
 Difficulty accepting the disease * 
* Spiritual items that were replaced with new items developed using the FICA Spiritual 
Assessment Tool 
   
5.1.3.2 Problems and Needs in Palliative Care – Caregiver 
Questionnaire 
 
 The Problems and Needs in Palliative Care- Caregiver (PNPC-
c) measure was designed to complement the PNPC instrument for the 
needs assessment of cancer patients receiving palliative care (Osse, 
2006). The PNPC-c, which consists of 67 items, also invites carers to 
add personal issues to the checklist, so that it is able to address 
individual needs.  Reliability and validity testing of the original Dutch 
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version was conducted using a sample of 76 carers of Dutch cancer 
patients with a range of cancer diagnoses receiving palliative care in 
the home (Osse et al., 2006b). The relevance of the items was 
determined by examining item-response frequencies. An item was 
deemed relevant if at least 10% of carers recognised it as appropriate. 
Four items did not meet this requirement for relevance, including light 
housework, taking care of children or babysitting, making the patient 
look good and too many carers around me in my house. These items 
were subsequently removed from further analyses. 
In addition, the problem dimensions of the PNPC-c 
significantly correlated (Spearman’s rho = 0.46-0.70) with dimensions 
of the COOP-WONCA. While the needs dimensions of the PNPC-c 
also significantly correlated with dimensions on the COOP-WONCA, 
the magnitudes of these correlations were less satisfactory 
(Spearman’s rho= 0.27-0.50) (Osse et al., 2006b).  
  Osse et al. (2006b) demonstrated feasibility of the measure by 
conducting an analysis of missing values. This showed that a mean of 
3.0 answers were missing from the problem aspect (SD= 7.0) and 5.4 
in the needs aspect (SD=13.1). The distribution was largely skewed, 
and most carers had no items left unanswered or very few. Five carers 
left more than 10 items unanswered and 4 of the 5 were aged 70 years 
or above, correlating the number of missing items positively with the 
age of the carer (Spearman’s rho = 0.39 and 0.33 respectively, p < 
0.01). Due to the pattern of missing values, the authors suggested that 
the instructions for carers, particularly those above 70 years of age, 
required further attention. This advice was applied in the current study 
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where patients and carers were provided with written instructions, a 
worked example of how to complete the questionnaire, along with 
contact details of the lead investigator if they required assistance 
completing the form. See Appendix D for the revised version of the 
PNPC-c questionnaire. 
The format of the PNPC-c is similar to the PNPC-sv, in that 
carers are asked to consider if an item is a problem, using a 3-point 
Likert scale (i.e., yes, somewhat, no), and whether they require 
professional attention for the item, again using a 3-point Likert scale 
(yes, as much as now, no).  If carers indicate that an item is a problem 
or somewhat a problem, and that they require professional attention 
for that item, then the carer is deemed as having an unmet need.  
In addition, this checklist also includes items specific to 
informational needs, with questions such as, “Do you want more 
information about these topics (e.g., nourishment; yes, no). Two of 
these items were removed, as they were not relevant to the Australian 
context. These items were euthanasia, as it was not applicable in the 
current jurisdiction; and the cause of cancer, as patients receiving 
palliative care in the service were not limited to those with a diagnosis 
of cancer. After amendments were made to the checklist, 72 items 
(including 12 open-ended questions) were included, as well as 8 
additional items specific to informational needs.  
The authors of the PNPC-c translated the measure from Dutch 
to English. Due to the translation, some items required re-wording or 
replacing for the current study. Table 2 provides items that were 
removed or reworded for Study 1.   
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Table 2. 
Removed or Reworded Items in the PNPC-c for Study 1   
 
Original PNPC-c Reworded items  
Sexuality in my relationship with the 
patient  
My intimate relationship with the 
patient (If the patient is not your 
partner, please disregard this 
question) 
 
The relation with the patient - 
 
Activities to relax Relaxation problems 
 
Continuing my own work next to 
caring for the patient 
- 
 
 
Being dependent of others Being dependent on others 
 
Continuing the things I do for others Continuing to do things for others 
 
Receiving too little practical help 
from people in my surroundings  
Not receiving enough practical help 
from people in my surroundings 
 
Fear of the unpredictability of the 
future 
Fear of the future 
 
Fear of my own health Fear for my own health 
 
Difficulties to show emotion Difficulty showing emotion 
 
Difficulties to see positive aspects of 
the situation 
Difficulty seeing the positive aspects 
of the situation 
 
Trust in God or religion* Finding some spiritual purpose for 
the patient’s illness* 
 
Hope for the future* Doubting my religious faith* 
 
The meaning of death* Attending my usual religious 
ceremonies* 
 
Accepting the patient’s disease* Discussing any spiritual concerns I 
may have regarding the patient’s 
illness* 
 
Getting acquainted with financial 
and administrative issues 
Getting help with financial and 
administrative issues 
 
Transportation of the patient Transporting the patient 
 
 
                                                                          Table continued on next page 
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Asking for help Asking for help in medical 
consultations 
 
Difficulties remembering what was 
said  
Difficulties remembering what was 
said in medical consultations 
 
Difficulties to express disagreement Difficulties expressing disagreement 
in medical consultations 
 
Taking decisions Making decisions in medical 
consultations 
 
Difficulties to say I don’t understand Difficulties saying “I don’t 
understand” in medical consultations 
 
Fine-tuning the care of different 
professionals 
Understanding the role of different 
health professionals  
 
Too slow reaction on an acute 
change in situation 
Care providers are too slow to react 
in acute situations 
 
The causes of cancer  - 
 
Euthanasia - 
* Spiritual items that were replaced with new items developed using the FICA Spiritual 
Assessment Tool 
- Where an item was removed and not replaced 
 
5.1.3.3 Socio-Demographic Questionnaires 
 
Socio-demographic questionnaires were also distributed to 
patients and carers in Study 1. The research team developed two 
versions of these questionnaires: one version for patients, and another 
for carers. These included, “what is your age?”, “do you have 
children?”, and “what is the main reason you are receiving palliative 
home care”? See Appendix E for both versions of the socio-
demographic questionnaires.  
5.1.4 Procedure  
 
5.1.4.1 Ethics Approval  
 
Ethics approval for all studies was received from the Human 
Research Ethics Committee at Cabrini Health, Victoria, as well as the 
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Deakin University Human Research Ethics Committee. Copies of the 
Ethics Approval Certificates can be found in Appendix F.  
5.1.4.2 Recruitment  
 
Participants were recruited in the Australian state of Victoria 
in a private, not-for-profit, palliative care service. Inclusion criteria for 
patients were: patients of the home care service under investigation; 
aged 18 years or older; deemed by the service to be well enough to 
participate; and ability to speak and read fluent English. Patients 
without carers were not excluded.  
Inclusion criteria for the informal carers were: those caring for 
individuals who met eligibility criteria as described above; 18 years or 
older; and ability to speak and read fluent English. The eligibility of 
participation for patients and their carer to participate in the study was 
determined by the palliative home care nursing staff, who were 
familiar with the families. It was important that the welfare of patients 
was upheld throughout the research process, and therefore it was 
necessary to involve nursing staff in participant selection. However, 
once nursing staff provided a list of patient names to the student,  the 
nurses were unaware of who was contacted, and subsequently took 
part in the research.  
Two separate mail-outs, six months apart, were conducted for 
Study 1. The recruitment procedure undertaken with the response 
rates are illustrated in a flow diagram shown in Figure 1.  The 
materials in the mail-out packages included a cover letter from the 
nursing team leader (see Appendix G), a participant information sheet 
and consent form (See Appendix H), the unmet needs questionnaire 
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(patient version or carer version, depending on who it was directed at), 
socio-demographic form, and two reply paid envelopes, which were 
addressed directly to the student researcher at Deakin University. A 
reminder letter was also sent, approximately four weeks after the 
initial mail-out (See Appendix I) 
The flow diagram shows the response rates for participants. 
However, for carers this is only an approximation, based on the 
estimate that 80% of patients have an informal carer, a figure 
produced by the manager of the home care nursing team. Reasons for 
patient exclusion included: not completing the questionnaire 
adequately (where all or almost all items were left incomplete); and 
having their carer complete the questionnaire on their behalf. As the 
study was about self-reported unmet needs, a patient was excluded if 
the carer had completed the patient questionnaire. The reasons for 
excluding the carer included: not completing most items on the 
questionnaire and the presence of a cognitive impairment.   
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Figure 1. Flow diagram of recruitment procedure.  
Nursing staff developed list of potential 
participants for the research team  
Student researcher assembled packages 
containing survey materials and reply paid 
envelopes  
Mail-out 1: 
Sent to 148 patients in November 2012 
 
Reminder letter sent 4 weeks after initial 
mail out  
6 MONTH  
INTERVAL 
Nursing staff developed updated list of 
eligible patients for participation 
Mail-out 2: 
Mail-out was prepared and sent to 61 patients 
in May 2013  
 
Reminder letter sent 4 weeks after initial 
22 patients returned 
questionnaires  
(15% response rate) 
x 3 were excluded 
17 carers returned 
questionnaires  
(approx. response rate 
14%) 
• All included  
 
14 patients returned 
questionnaires  
 (23% response rate) 
• 3 were excluded 
10 carers returned 
questionnaires  (approx. 
response rate 16%)  
• 6 were excluded  
 
FINAL SAMPLE SIZE: 
30 PATIENTS 
21 CARERS  
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5.1.5 Data Analysis  
 
5.1.5.1 Data Entry 
 
 Data collected in Study 1 were entered into the Statistical 
Package for Social Sciences (SPSS) Version 20. The SPSS database 
was double-checked for accuracy against the paper copies of the 
questionnaires.  
5.1.5.2 Data Screening  
 
The data screening process was guided by that described by 
Tabachnick and Fidell (2007). This involved checking the dataset for 
accuracy, distribution of variables, outliers, and missing data. In 
addition, to double-checking data accuracy, a number of other 
precautions were taken. For example, univariate descriptive statistics 
were inspected for out-of-range values. Any such values were then 
checked against the original paper questionnaires and any necessary 
corrections made. 
 The data analysis involved the computation of additional 
variables, such as dichotomous variables. The frequencies and values 
of these computed variables were checked for accuracy against the 
frequencies and values of their constituent variables.   
A missing values analysis was conducted using the function 
provided in SPSS. The level of missing data was very low, with no 
variables missing more than 5%. Given the low level of missing data 
distributed randomly across the variables, no estimations were 
necessary. Small numbers of missing data scattered randomly 
throughout datasets are unlikely to impact on data analysis and 
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therefore require no action. Furthermore, available estimation methods 
have inherent problems (Tabachnick & Fidell, 2007).  
Tests for normality were undertaken for age across both 
participant groups. Kolmogorov-Smirnov and Shapiro-Wilks tests 
were used to confirm that age was normally distributed for both 
patients and carers.  
5.1.5.3 Statistics Applicable to Research Questions  
 
1. What were the most frequently self-reported unmet needs of patients 
receiving home-based palliative care, from a private, not-for-profit 
organisation?  
Descriptive statistics were used to analyse the prevalence of 
patients’ unmet needs by item and domain. To determine whether an 
item was an unmet need, all items that asked patients whether they 
experienced a problem (problem items; yes, somewhat, no) were 
computed into dichotomous variables (yes, no). Responses “yes” and 
“somewhat” were recoded to “yes” (1). Responses to items about 
whether patients required professional attention (yes, as much as now, 
no) were not collapsed into broader categories. 
A cross-tabulation was undertaken using the recoded 
‘problems’ items with the ‘professional attention’ items to determine 
if patients experienced unmet needs. Where patients indicated the 
presence of a problem and a response of no to the professional 
attention item, this suggested that they were ‘refraining from care’. A 
flow diagram was developed to illustrate the process of determining 
whether an item was perceived as an unmet need for the patients and 
carers. This is shown in Figure 2. 
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*Anomaly: Where a patient indicates that an item is not a problem, but subsequently 
replies ‘yes’, additional professional attention is required. This suggests that they 
either responded incorrectly or misunderstood the item.  
 
Figure 2. Flow diagram of problems and needs. 
 
 Several new variables were computed to determine the 
frequency of unmet needs by domain.  For each item, a new variable 
beginning with the title ‘Unmet Needs’ was computed. These 
variables were then used to compute a total unmet need domain score.  
2.  What were the most frequently self-reported unmet needs of 
informal carers from a private, not-for-profit, home-based palliative 
care service? 
 The same process, as outlined above, was undertaken to 
determine the self-reported unmet needs of carers, by item and domain.  
3. What were the differences and similarities between patient and 
carers unmet needs? 
Chi-square statistics were used to compare unmet needs between 
patients and their carer. Specific items were selected for this analysis 
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based on their suitability for comparison.  These items included: 
depressed mood, fatigue, sleeping problems, finding spiritual purpose 
for the illness, doubting religious faith, and finding someone to talk to.  
4. Were unmet needs associated with demographic factors, such as; 
age, gender, number of children, presence of an informal carer, 
employment status and the presence of a medical condition in carers? 
Mann-Whitney U tests and Chi-square statistics were used to 
examine associations between unmet needs by domain and the 
abovementioned demographic variables. Continuous demographic 
variables (i.e., age and number of children) were examined using 
Mann Whitney U tests. Dichotomous variables (i.e., gender, presence 
of an informal carer, employment status, and presence of a medical 
condition) were examined using Chi-square statistics.  
5.2 Study 2: Patient Interview Study  
 
5.2.1 Research Design  
 
 In Study 2, a qualitative semi-structured interview design was 
used to explore the experience of palliative home care patients of 
having unmet needs, as well as their perception of the functioning of 
the home care service.  
5.2.2 Participants  
 
The sample consisted of 15 palliative home care patients.  The 
ages of patients ranged from 53-89 (M = 75.8, SD = 9.3) years. There 
were eight males in the sample, and all participants had a diagnosis of 
cancer. The most common type of cancer was prostate (20%) followed 
by breast (13.3%), esophageal (13.3%), liver (13.3%), lung (13.3%), 
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pancreatic (6.7%), multiple myeloma (6.7%), carcinode syndrome 
(6.7%) and mesothelioma (6.7%). Eleven (73.3%) of the patients were 
married or in a de-facto relationship, and four (26.7%) were widowed.  
5.2.3 Measures 
  
The student developed the interview guide, in conjunction with 
members of the research team. It contained four open-ended questions 
(e.g., ‘Tell me about your experience with the home care service’) and 
various prompts if patient’s needed assistance answering the questions 
(e.g., ‘Who referred you to the service?’). The questions were 
designed with the aim of eliciting a narrative from the participant 
about their experience of having unmet needs, to explore their 
perception of the functioning of the service, and to elicit their views 
about what strategies could improve the service. The interview guide 
is provided in Appendix J. 
5.2.4 Procedure 
 
5.2.4.1 Recruitment  
 
Patients were recruited for the interview via Study 1. All 
patients who received a survey, from either mail-out 1 or mail-out 2, 
were invited to take part in an interview. The consent form from Study 
1 also contained a section pertaining to Study 2, and if participants 
were interested in participating in Study 2 they were requested to 
check the corresponding box on this form, and provide their name and 
phone number for follow-up. Only those participants who completed 
the survey were eligible for Study 2. A flow diagram showing the 
recruitment process is provided in Figure 3.  
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Figure 3. Flow diagram of Study 2 recruitment process.  
 
Once the student had received all consent forms, had discussed 
the patients’ health status with the nursing staff from the service and 
obtained their approval to include the patients in the study, the student 
then contacted all eligible participants by telephone to arrange a 
suitable meeting time. The semi-structured, face-to-face interviews 
were conducted in the patients’ homes at a time that was convenient 
for them.  All interviews were audio-recorded, and on average lasted 
31 minutes (range: 7-70 minutes).  
 
5.2.5 Data Analysis 
 
 Upon completion of the interviews, all the audio-files from 
Study 2 were sent to a professional and confidential transcribing 
company where they were transcribed verbatim. Subsequently, the 
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transcriptions, which were checked against the audio by the student 
were loaded into the qualitative data analysis software, NVivo 
Version 10.  
Thematic analysis was undertaken to identify themes relevant 
to the research question and aims.  This qualitative method allows for 
the identification and, subsequently, the analysis of themes (Braun & 
Clarke, 2006). Braun and Clarke (2006) emphasised the importance of 
producing replicable methodologies when conducting qualitative 
research. In addition, they also stress the importance of specifying 
how the data was dealt with; that is, with an inductive or theoretical 
analysis.  
For this thesis, an inductive approach (data driven) was 
undertaken. The themes identified were strongly linked to the data. 
Six phases of analysis, as suggested by Braun and Clarke (2006) were 
undertaken. Initially, the student, who conducted all of the interviews, 
read and re-read the transcripts in order to become more familiar with 
the data. Using NVivo 10, the student then generated initial codes, and 
began to generate themes from the data. The analysis also involved 
double coders in order to reach agreement among the research team. 
Once agreement had been attained, the themes were refined and, the 
manuscript was produced. The phases of the data analysis process 
undertaken in the current studies are illustrated in Table 3. 
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Table 3. 
Data Analysis Process for Studies 2, 3 and 4  
 
Phase Description of the process 
1. Familiarisation with 
the data 
 
AV made notes after each interview. The audio 
files from the interviews were then transcribed 
verbatim, and subsequently read, and re-read.   
2. Generate codes AV uploaded data onto the software program 
NVivo V.10. Patients’, carers’ and nurses’ data 
were uploaded into individual files and dealt 
with separately. Initial codes were created based 
on key features of the data (e.g., the participants’ 
experience with the home care service).    
3. Generate themes Initial themes that addressed the research 
question were identified by AV, and 
subsequently labelled and defined. These mainly 
consisted of the participants’ experience of 
unmet needs (i.e., What were their unmet needs? 
What was this experience like for them?) 
4. Ongoing analysis All of the themes were reviewed to ensure they 
reflected the data. A second coder also 
conducted a thematic analysis to ensure inter-
coder agreement. For the patients’ data, JB was 
the second coder. For the carers’ data, SB was 
the second coder. A random selection of five 
patients’ transcripts, and five carers’ transcripts 
were chosen to conduct the double-coding 
process. For the nurses’ data, LR was the second 
coder. All nurses’ transcripts were used in the 
double-coding process. 
5. Refine themes Based on discussions between AV and the 
second coder, themes were refined. All themes 
were given a clear definition and label if they 
had not already received this in earlier phases.  
AV then conducted the thematic analysis from 
the beginning, using the refined coding 
framework. All team members had a discussion 
about the final themes.  
6. Produce the report Participant quotes from the data were chosen to 
represent the themes, which address the research 
question and aims.  
*AV= Adriana Ventura, SB= Sue Burney, JB= Joanne Brooker, LR= Lina 
Ricciardelli 
 
5.3 Study 3: Carer Interview Study  
 
5.3.1 Research Design 
 
 In Study 3, a qualitative semi-structured interview design was 
used to explore the experience of informal carers of home-based 
palliative care patients. Specifically, their experience of having unmet 
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needs, as well as their perception of the functioning of the service was 
explored. 
5.3.2 Participants 
 
The sample consisted of 11 informal carers of home-based 
palliative care patients. The ages of participants ranged from 53-77 (M 
= 67.5, SD = 10.2) years. There were 10 females in the sample, and all 
were caring for a spouse/partner, except one who was caring for her 
mother.  
5.3.3 Measures  
 
 The interview guide used in Study 2 was also used in Study 3. 
The aim of the interview guide was to elicit a narrative from carers 
about their experience of having unmet needs, and explore their 
perceptions of the functioning of the service.  
5.3.4 Procedure  
 
5.3.4.1 Recruitment  
 
 As in Study 2, carers were recruited for the interview through 
participation in Study 1. All carers who received a survey, from either 
mail-out 1 or mail-out 2, were invited to take part in an interview. If 
carers completed the survey and were also interested in taking part in 
an interview, they were asked to indicate this on the consent form and 
return this in the reply-paid envelope so that the student researcher 
could contact them for an interview. A flow diagram that shows how 
carers were recruited into the interview study is provided in Figure 4. 
Once the student had received all consent forms, had discussed 
the eligibility of the carers with the nursing staff from the service and 
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obtained their approval to contact the carers, the student then 
contacted all eligible participants by telephone to arrange a suitable 
meeting time. The semi-structured, face-to-face interviews were 
conducted in the carers’ homes at a time that was convenient for them.  
All interviews were audio-recorded, and on average lasted 33 minutes 
(range: 11-55 minutes).  
 
Figure 4. Flow diagram of Study 3 recruitment process.  
 
5.3.5 Data Analysis 
 
 On completion of the interviews, 90% of the audio-files from 
Study 3 were sent to a professional and confidential transcribing 
company where they were transcribed verbatim. The remaining 10% 
were transcribed verbatim by the student. The transcripts were double 
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checked against the audio-file by the student researcher, and then 
loaded into the qualitative data analysis software, NVivo Version 10.  
 The qualitative data analysis process outlined in the 
methodology for Study 2 was also used in Study 3.  
 
5.4 Study 4: Nurse Interview Study  
 
5.4.1 Research Design  
 
 In Study 4, a qualitative semi-structured interview design was 
used to explore the lived experience of having unmet needs of 
palliative home-care nurses, other issues relating to their work and 
role, as well as their perception of the functioning of the service.  
5.4.2 Participants  
 
Five nurses employed by the palliative home care service took 
part in Study 4. The ages of nurses ranged from 48-62 (M = 52.8, SD 
= 5.4) years, and four were female. All had completed their nursing 
training in Australia. The years worked as a registered nurse ranged 
from 8-40 (M = 28.2, SD = 12.2) years, and years worked as a 
specialist palliative care nurse ranged from 7-20  (M = 12.2, SD = 4.8) 
years. The time spent working in the current home care service ranged 
from 10 weeks to 14 years.  
5.4.3 Measures  
 
The student and her supervisors developed an interview guide 
that contained nine open-ended questions (e.g., ‘Tell me about your 
experience with the home-care service’). The nurses were also asked 
to rate how satisfied they were with how the service meets their needs 
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and the needs of patients and carers. The interview guide used in 
Study 4 is provided in Appendix K. Nurses were also asked to 
complete a socio-demographic questionnaire after they finished their 
interview. This questionnaire was developed by the student and the 
research team, and is shown in Appendix L.  
5.4.4 Procedure  
 
5.4.4.1 Recruitment  
 
 At the time this study commenced, the service employed 10 
palliative home care nurses. The team leader introduced the nurses to 
the study at their regular fortnightly team meeting where participant 
information sheets and consent forms were provided. These forms are 
shown in Appendix M. The nurses were instructed, if interested in 
taking part in the study, to leave the consent forms, folded once, in a 
specific place in their meeting room so that a member of the research 
team could collect them two weeks later. Once the student retrieved 
the consent forms, the nurses were contacted by telephone to arrange a 
suitable meeting time for the interview. Administrative staff at the 
service assisted the student with meeting room bookings on site, 
where the interviews were held. All interviews were audio-recorded 
and lasted on average 27 minutes (range: 15-51 minutes).  
5.4.4.2 Quality Assessment 
 
Qualitative methods have been recognised as powerful tools 
for research, and are now included in systematic reviews more often 
than in the past (Sirriyeh, Lawton, Gardner, & Armitage, 2012). As a 
result, quality assessment methods are well-established. In the 
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empirical aspect of the current research, The Consolidated Criteria for 
Reporting Qualitative Research (COREQ; Tong, Sainsbury, & Craig, 
2007), a quality assessment guideline, was used. The aim of using the 
COREQ checklist was to improve the quality of the reporting of the 
studies, allowing readers to better understand the results and replicate 
the design.  In Studies 2, 3 and 4, reflexivity was acknowledged by 
constant self-reflection, while transparency was established through 
detailed descriptions of the research process, including detailed notes 
and memo writing throughout the data analysis phase.  Appendix N 
displays the COREQ 32-item checklist used in the current qualitative 
studies.  
5.4.5 Data Analysis  
 
Once the interviews were complete, the student transcribed all 
the audio files verbatim. The transcriptions were then double-checked 
against the audio files, and subsequently loaded into the qualitative 
data analysis software, NVivo Version 10 for data analysis.  
5.5 Summary and Conclusion  
 
In this chapter the methodology of the four empirical studies 
was provided. In the next chapter, the empirical paper based on the 
findings of Study 1, The unmet needs of private home-based palliative 
care recipients: A survey of patients and informal carers, is presented.  
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Chapter 6: Paper 2 – The Unmet Needs of Private 
Home-Based Palliative Care Recipients: A Survey of 
Patients and Informal Carers 
 
6.0 Rationale for Paper 2 
 
 As evidenced in the literature review presented in Chapter 4, it 
is clear that research on the unmet needs of palliative home-based 
patients and their informal carers from their perspective is lacking. 
Further, there has been little research in which psychometrically 
sound quantitative measures have been used to examine unmet needs 
(Ventura et al., 2014). In the current chapter unmet needs were 
examined in a sample of home-based palliative care patients and 
informal carers using a questionnaire adapted for this purpose.   
 
The research questions addressed in the current chapter were: 
 
1. What were the most frequently self-reported unmet needs of patients 
receiving care from a private, not-for-profit, home-based service in 
Australia? 
2. What were the most frequently self-reported unmet needs of 
informal carers providing care to a patient from a private, not-for-
profit home-based service in Australia? 
3. What were the differences and similarities between patient and 
carer unmet needs? 
4. Were unmet needs associated with demographic factors, such as 
age, gender, number of children, presence of an informal carer, 
employment status and the presence of a medical condition in carers? 
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Abstract 
 
This study examined the self-reported unmet needs of patients and 
carers from a private, palliative home care service. Thirty patients 
(mean age = 74 years) and twenty-one carers (mean age = 65.8 years) 
completed a survey about their unmet needs. The most prevalent 
unmet needs for patients were physical and psychosocial needs, while 
for carers the most prevalent unmet needs were associated with taking 
care of the patient and their own psychosocial needs. Despite 
receiving high quality care, patient and carers still experienced unmet 
needs. This suggests that services need to routinely monitor unmet 
needs and address them, paying more attention to psychosocial issues. 
In addition, a psychometrically sound measure of unmet needs for this 
population is required. 
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Introduction  
 
Palliative medicine refers to the medical approach of palliative 
care that aims to improve quality of life of patients and their families 
facing life-limiting illnesses1. Over the last century, the nature and 
focus of palliative care has evolved beyond comfort and symptom 
control of the dying. It now begins from the onset of a life-limiting 
illness, and proceeds past death to include bereavement support for the 
family1, 2. In some cases, patients may live for months or even years 
while they receive palliative care. Therefore, improving quality of life, 
not just quantity, is imperative 3.    
In the last century, significant improvements in life expectancy 
across many countries have seen more people survive into old age, 
encounter significant disease burden and thus often require specialized 
palliative care4, 5. While the provision of specialized palliative care 
services are not available worldwide, for those countries that do 
deliver such services, such as United States of America, Canada, 
United Kingdom and Australia, home-based services have become the 
dominant model6-9.  
Family caregivers are often required to support patients, 
should they choose to receive home-based palliative care10. This 
places a significant burden on the family caregiver, who must invest a 
great deal of time, energy and finances to meet patients’ complex 
needs10, 11. Often, this leads family caregivers to forgo their own needs 
in favour of the patients12. According to previous research, family 
caregivers have unmet needs for information, financial, practical, and 
social support, which leads to stress and other negative psychological 
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consequences13-15. Patients also experience unmet needs. Typically 
these include physical, psychological and communication needs16-18.  
Although the unmet needs of palliative care patients and 
informal carers have been well established in the research literature, a 
significant proportion of these studies have been conducted with 
bereaved caregivers or health care professionals. Few studies have 
investigated the self-reported unmet needs of those currently in receipt 
of home-based palliative care19.  Given that bereaved carers have a 
tendency to report on the positive aspects of their caring role20 and 
retrospectively evaluate institutional services more positively than 
when they were a carer of a living person21, the accounts of current 
carers may provide more reliable data. Other methodological 
limitations in the existing research in this area include the lack of 
psychometrically sound measures of unmet needs. This may in part be 
due to the progressive and debilitating nature of the illnesses requiring 
palliation, and thus qualitative methodologies have typically been 
adopted to examine the sensitive nature of end-of-life issues22-24.   
The limited quantitative research on palliative care recipients’ 
unmet needs has led to uncertainty as to what areas need to be 
addressed for this vulnerable population25. There is also little research 
on the extent of any overlap between the unmet needs of patients and 
current carers in palliative home-based services.  In addition, factors 
associated with unmet needs in these groups are poorly understood, 
thereby limiting the capacity of services to identify those who may be 
most at risk of having unmet needs.  
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In the literature, many researchers have not distinguished 
between the terms ‘needs’ and ‘problems’, with fewer defining the 
term ‘unmet needs’. A ‘need’ for care has been defined by Osse et 
al.26 as a wish to receive support with regard to an experienced 
‘problem’. The lack of differentiation between the concepts of ‘needs’ 
and ‘problems’ in the findings of some past research limits 
understanding of the level of unmet needs in this population26.  The 
current authors posited that unmet needs exist ‘when basic 
requirements to maintain quality of life have not been met’19. 
The primary aim of the study was to determine the most 
frequently self-reported unmet needs of private palliative home care 
patients and informal carers in an Australian service. This service is 
unique, as it is the only private home care service in Australia. An 
additional aim was to compare the unmet needs of patients and their 
carers, and examine associations between unmet needs and 
demographic factors, including: age, gender, number of children, 
presence of an informal carer, employment status and the presence of 
a medical condition in carers.  
Methods 
 
Participants and Recruitment 
 
Palliative care patients and their informal carers from a private, 
not-for-profit Australian palliative home-based care provider were 
eligible for inclusion in this study. Patients were considered ineligible 
for participation if they had a cognitive impairment, could not speak 
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or read fluent English, or had entered the terminal phase of their 
condition.  
Patients were sent two questionnaires by post, one for 
themselves and one for their informal carer. It was the patient’s choice 
as to whether they wanted their carer to take part in the study, as 
recommended by the service. The information sheet for carers 
specified the exclusion criteria of:  presence of a cognitive impairment, 
an inability to read or speak fluent English, or younger than 18 years 
of age.  
Over a nine-month period involving two separate data 
collection phases (November 2012-January 2013 and May-July 2013) 
a total of 209 patients were invited to take part in this study. 
According to the service’s records, approximately 80% of patients had 
informal carers. A total of 36 patients (17% response rate) and 27 
carers returned questionnaires. Given the number of carers invited to 
take part in the study was unknown, it was not possible to calculate 
the response rate for carers.  
Four patients were excluded due to missing data (i.e., no items 
were completed or very few), and two others were excluded because 
of cognitive impairments or being too unwell to participate. In 
addition, one carer was excluded because of a cognitive impairment 
and five others were excluded because they completed none or very 
few questionnaire items.  This study was approved by the Human 
Research Ethics Committee at the participating hospital and by the 
Deakin University Human Research Ethics Committee. 
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Measures 
 
Problems and Needs in Palliative Care- Short Version 
 
The unmet needs of patients were assessed using a modified 
version of the Problems and Needs in Palliative Care-Short Version 
(PNPC-sv).26 The original questionnaire, which is a checklist of 
problems and needs commonly experienced by palliative care patients, 
contained 33 items and was developed in Dutch and translated into 
English by two researchers with help from a native born English 
speaking translator 26. A backward translation check was also 
undertaken by an independent third person to ensure the validity of the 
translation 27.  
Patients were asked to consider whether an item was a 
problem using one of three responses (yes, somewhat, no).  Patients 
were also asked to consider if they required professional attention for 
the problem (yes, as much as now, no).  Individual items were 
categorised into the following domains: Daily Activities, Physical 
Symptoms, Autonomy, Social Issues, Psychological Issues, Spiritual 
Issues, Financial Issues and Information. In the English translation, 
some items were difficult to comprehend and therefore required 
rewording or replacing with items more appropriate and relevant to 
the Australian context. For example, the item “fear of metastases” was 
removed as patients would already have advanced cancer or another 
life-limiting illness, therefore the research team regarded this item as 
too ambiguous to include. In addition, the Spiritual Issues domain 
required reworking mainly due to the ambiguity of some items. The 
research team included new items, developed by adapting items from 
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the Faith, Importance and Influence, Community, Address or 
Application (FICA) Spiritual Assessment Tool28. After alterations 
were made, the PNPC-sv used in the current study consisted of 35 
items.   
Problems and Needs in Palliative Care- Caregiver  
 
The unmet needs of carers were assessed using a modified 
version of the Problems and Needs in Palliative Care-Caregiver 
(PNPC-c).29 The original questionnaire consisted of 67 items, and 
participants were asked to consider if an item was a problem (yes, 
somewhat, no), and whether they required more professional attention 
for the item (yes, as much as now, no).  Domains included: Taking 
Care of the Patient, Carer Physical Symptoms, Relationship with the 
Patient, Autonomy, Social Support, Psychological Issues, Spiritual 
Issues, Financial Issues, Administrative Issues, Activities of Daily 
Living, Problems in Consultations, Quality of Care Issues, and 
Miscellaneous.  
To address individual needs, carers were asked to add personal 
issues to the checklist. The checklist also included items specific to 
informational needs (e.g., “Do you want more information about these 
topics?”). Similarly to the PNPC-sv, the PNPC-c was translated from 
Dutch to English and some items required re-wording or replacing. 
After amendments were made to the checklist, 72 items (including 12 
open-ended questions) and eight additional items pertaining to 
informational needs were included.  
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Data Analysis 
 
Descriptive statistics were used to analyse participant 
characteristics and the prevalence of unmet needs by item and domain. 
Chi-square statistics were used to examine associations between 
patients’ and carers’ unmet needs for items pertaining to potentially 
shared needs, as well as differences between the presence and absence 
of unmet needs across categorical demographic variables, including: 
gender, presence of an informal carer, employment status and 
presence of a medical condition in carers.  Mann-Whitney U tests 
were also used to examine differences in continuous demographic 
variables, including age and number of children, between participants 
who reported unmet needs and those who did not. A significance level 
of p < .05 was set for statistical tests. 
Results 
 
A total of 30 patients and 21 carers were included in the 
analysis. The ages of patients ranged from 53-89 (M =74.0, SD = 8.6) 
and the ages of carers ranged from 39-83 (M=65.8, SD = 11.9).  
Additional demographic characteristics of the patients and carers are 
shown in Table 1 and Table 2, respectively.  
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Table 1. Demographics and Clinical Characteristics of Patients (n=30) 
 
Characteristic  n (%) 
Male  18 (60.0) 
Marital status   
 Married/De facto 21 (70.0) 
 Single (not in relationship) 2 (6.7) 
 In a relationship but not living 
together 
1 (3.3) 
 Widowed 6 (20.0) 
Highest qualification   
 Primary school 2 (6.7) 
 Secondary school 6 (20.0) 
 Tertiary - undergraduate 10 (33.3) 
 Tertiary - postgraduate 7 (23.3) 
 TAFE 2 (6.7) 
 Other 3 (10.0) 
Employment before diagnosis    
 Full time work 5 (16.7) 
 Part time work 3 (10.0) 
 Performing home duties 3 (10.0) 
 Unable to work due to illness or 
injury  
1 (3.3) 
 Retired 17 (56.7) 
 Other 1 (3.3) 
Diagnosis     
 Respiratory disease  1 (3.3) 
 Cancer 29 (96.7) 
 Prostate 7 (24.1) 
 Breast 3 (10.3) 
 Esophageal 3 (10.3) 
 Liver 3 (10.3) 
 Lung 3 (10.3) 
 Kidney 2 (6.9) 
 Pancreatic 2 (6.9) 
 Rectal 1 (3.4) 
 Bowel 1 (3.4) 
 Urethral 1 (3.4) 
 Multiple myeloma 1 (3.4) 
 Carcinoid syndrome 1 (3.4) 
 Mesothelioma 1 (3.4) 
Current treatment*   
 Pain medication 23 (76.7) 
 Anti-nausea medication 13 (43.3) 
 Anti-depressants  6 (20.0) 
 Anxiety medication 7 (23.3) 
 Sleep medication  12 (40.0) 
 Cancer treatment/ chemotherapy  7 (23.3) 
Carer relationship type    
 Spouse 19 (63.3) 
 Son or daughter 3 (10.0) 
 Friend 1 (3.3) 
 Other 2 (6.7) 
 No carer  5 (16.7) 
English as main language  29 (96.7) 
* Percentages associated with treatment based on N = 29 
TAFE = Technical and Further Education 
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Table 2. Demographic and Clinical Characteristics of Informal Carers (n = 21) 
 
Characteristic  n (%) 
Female  18 (86)  
Marital status   
 Married/De facto 18 (85.7) 
 Single (not in relationship) 3 (14.3) 
Highest qualification   
 Secondary school 6 (28.6) 
 Tertiary - undergraduate 5 (23.8) 
 Tertiary - postgraduate 4 (19.0) 
 TAFE 4 (19.0) 
 Other 2 (9.5) 
Employment status   
 Full time work 3 (14.3) 
 Part time work 2 (9.5) 
 Retired 14 (66.7) 
 Other 2 (9.5) 
English as main language  20 (95.2) 
TAFE = Technical and Further Education 
 
 
Patient Unmet Needs by Item 
 
The prevalence of patients’ problems and unmet needs by item 
was generally low. This is shown in Table 3. The percentage of 
participants who identified problems varied considerably across items, 
ranging from 0% (difficulty in finding someone to talk to) to 90% 
(difficulties in continuing usual activities).  For example, 21 patients 
(70.0%) considered pain to be a problem. However, two (9.5%) 
reported that pain was an unmet need. Similarly, 25 patients (83.3%) 
considered fatigue to be a problem, with three (12.0%) considering 
fatigue an unmet need.  Twenty-seven patients (90.0%) indicated that 
continuing their usual activities was a problem and five (18.5%) 
reported that it was an unmet need, suggesting that they would like 
more support with this aspect of their autonomy.  Among those who 
reported a particular problem, the highest percentage of unmet needs 
was found for discussing spiritual concerns about the illness (100%), 
insufficient information about the disease and its treatment (66.7%), 
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finding spiritual purpose for the illness (50%) and night sweats or hot 
flushes (40%). 
In some cases, patients indicated there was a problem for 
which they did not want additional professional attention, 
demonstrating a preference to refrain from care. For example, 10 
patients (37.0% of those who reported this item as a problem) did not 
require professional assistance for difficulties in continuing usual 
activities. This was also one of the most commonly identified unmet 
need items by patients.  
Carer Unmet Needs by Item  
 
Prevalence of carer problems and unmet needs by item are 
shown in Table 4. The proportion of carers who reported problems 
ranged from 0% for discussing spiritual concerns regarding the 
patient’s illness to 66.7% for sleeping difficulties, with three (21.4%) 
requiring additional support for the latter problem. Fourteen carers 
(66.7%) experienced fear for their own health as a problem, with four 
(28.6%) indicating they wanted additional support to deal with this 
concern. Thirteen carers (61.9%) indicated that item 4, ‘Knowing 
what physical signs I should notice’, was a problem, and three of this 
carer subgroup (23.1%) reported it was an unmet need. Thirteen carers 
(61.9%) indicated that fatigue was a problem, however, only one of 
these carers (7.7%) felt they needed additional support in this area. Of 
the 11 carers (52.4%) who indicated a problem with depressed mood, 
three (27.3%) reported it as an unmet need, and of the 11 carers (55%) 
who were concerned about the future, five (45.5%) perceived this as 
an unmet need. Similar to the patients, some carers also refrained from 
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care, with ten carers not wanting professional support with difficulties 
in continuing their usual social activities.   
Patient and Carer Unmet Needs by Domain 
 
Prevalence of patients unmet needs by domain are presented in 
Table 5. The most prevalent unmet needs were experienced in the 
Physical Symptoms domain with 10 (33.3%) patients reporting at least 
one unmet need. Prevalence of unmet needs was 23.3% in the 
Autonomy domain, and 20.0% in the Psychological Issues domain.  
As shown in Table 6, the most prevalent unmet needs for carers were 
in the Taking Care of the Patient domain, with five carers (23.8%) 
having at least one unmet need, the Psychological Issues domain 
(23.8%), followed by the Autonomy domain (19.0%) and the Quality 
of Care Issues domain (19.0%). 
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Table 3. Patient Unmet Needs by Individual Items  
 
 N Is this item a problem?  
n (%) 
N Responses for ‘professional 
attention wanted’ among 
participants who indicated item 
was a problem n (%) 
N Responses for ‘professional 
attention wanted’ among 
participants who indicated item 
was not a problem n (%) 
  Yes/some-
what 
No  Yes As much 
as now 
No  Yes As much 
as now 
No 
1. Personal care, washing, 
dressing or toileting 
30 7 (23.3) 23 (76.7) 7 0 (0) 4 (57.1) 3 (42.9) 23 0 (0) 1 (4.3) 22 (95.7) 
2. Availability of 
personal transportation 
(cycling, driving a car, 
public transportation) 
30 8 (26.7) 22 (73.3) 7* 0 (0) 1 (12.5) 6 (75.0) 22 0 (0) 0 (0) 22 (100) 
3. Doing light housework 30 11 (36.7) 19 (63.3) 10* 1 (9.1) 3 (27.3) 6 (54.5) 19 0 (0) 1 (5.3) 18 (94.7) 
4. Pain 30 21 (70.0) 9 (30.0) 21 2 (9.5) 16 (76.2) 3 (14.3) 9 0 (0) 2 (22.2) 7 (77.8) 
5. Fatigue 30 25 (83.3) 5 (16.7) 25 3 (12.0) 16 (64.0) 6 (24.0) 5 0 (0) 0 (0) 5 (100.0) 
6. Sleeping problems 30 18 (60.0) 12 (40.0) 17* 2 (11.1) 11 (61.1) 4 (22.2) 12 0 (0) 0 (0) 12 (100) 
7. Shortness of breath 30 17 (56.7) 13 (43.3) 17 1 (5.9) 10 (58.8) 6 (35.3) 13 0 (0) 1 (7.7) 12 (92.3) 
8. Cough 30 10 (33.3) 20 (66.7) 10 0 (0) 9 (90.0) 1 (10.0) 20 0 (0) 0 (0) 20 (100) 
9. Itch 30 6 (20.0) 24 (80.0) 6 1 (16.7) 2 (33.3) 3 (50.0) 24 0 (0) 0 (0) 24 (100) 
10. Sexual dysfunction 29 14 (48.3) 15 (51.7) 14 2 (14.3) 3 (21.4) 9 (64.3) 15 0 (0) 0 (0) 15 (100) 
                                                                                                                                                                                                               
                                                                                                                                                                                                              Table continued on next page 
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11. Prickling or numb 
sensation 
30 14 (46.7) 16 (53.3) 14 3 (21.4) 8 (57.1) 3 (21.4) 16 0 (0) 0 (0) 16 (100) 
12. (Nightly) sweating or 
hot flushes 
30 5 (16.7) 25 (83.3) 5  2 (40.0) 1 (20.0) 2 (40.0) 25 0 (0) 0 (0) 25 (100) 
13. Difficulties in 
continuing usual 
activities 
30 27 (90.0) 3 (10.0) 27 5 (18.5) 12 (44.4) 10 (37.0) 3 0 (0) 0 (0) 3 (100) 
14. Difficulty in letting 
others take control of 
household tasks 
30 5 (16.7) 25 (83.3) 5 0 (0) 3 (60.0) 2 (40.0) 25 0 (0) 2 (8.0) 23 (92.0) 
15. Being dependent on 
others 
30 18 (60.0) 12 (40.0) 18 2 (11.1) 13 (72.2) 3 (16.7) 12 0 (0) 1 (8.3) 11 (91.7) 
16. Experiencing loss of 
control over one’s life 
30 18 (60.0) 12 (40.0) 18 4 (22.2) 9 (50.0) 5 (27.8) 12 0 (0) 0 (0) 12 (100) 
17. Problems in the 
relationship with 
spouse/companion/ 
partner  
28 4 (14.3) 24 (85.7) 4 1 (25.0) 3 (75.0) 0 (0) 24 0 (0) 1 (4.2) 23 (95.8) 
18. Difficulties in talking 
about the disease with 
spouse/companion/ 
partner  
27 3 (11.1) 24 (88.9) 3 1 (33.3) 0 (0) 2 (66.7) 24 0 (0) 2 (8.3) 22 (91.7) 
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19. Finding it difficult to 
talk about the disease 
because of not wanting to 
burden others 
30 10 (33.3) 20 (66.7) 10 1 (10.0) 3 (30.0) 6 (60.0) 20 1 (5.0) 0 (0) 19 (95.0) 
20. Finding others are not 
receptive about talking 
about the disease 
30 5 (16.7) 25 (83.3) 5 0 (0) 1 (20.0) 4 (80.0) 25 0 (0) 0 (0) 25 (100) 
21. Difficulty in finding 
someone to talk to (i.e., a 
confidant) 
30 0 (0) 30 (100) 0 0 (0) 0 (0) 0 (0) 30 0 (0) 1 (3.3) 29 (96.7) 
22. Depressed mood 30 15 (50.0) 15 (50.0) 15 2 (13.3) 10 (66.7) 3 (20.0) 15 0 (0) 0 (0) 15 (100) 
23. Fear of physical 
suffering 
30 21 (70.0) 9 (30.0) 21 4 (19.0) 14 (66.7) 3 (14.3) 9 0 (0) 0 (0) 9 (100) 
24. Difficulty coping with 
the unpredictability of the 
future 
30 20 (66.7) 10 (33.3) 20 5 (25.0) 10 (50.0) 5 (25.0) 10 0 (0) 0 (0) 10 (100) 
25. Difficulty showing 
emotions 
30 10 (33.3) 20 (66.7) 10 2 (20.0) 5 (50.0) 3 (30.0) 20 1 (5.0) 1 (5.0) 18 (90.0) 
26. Difficulty coping with 
not being useful 
30 16 (53.3) 14 (46.7) 16 2 (12.5) 10 (62.5) 4 (25.0) 14 0 (0) 0 (0) 14 (100) 
27. Feeling like you are 
not of value to others 
30 12 (40.0) 18 (60.0) 12 2 (16.7) 6 (50.0) 4 (33.3) 18 0 (0) 0 (0) 18 (100) 
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28. Finding some 
spiritual purpose for your 
illness 
30 4 (13.3) 26 (86.6) 4 2 (50.0) 0 (0) 2 (50.0) 26 0 (0) 0 (0) 26 (100) 
 
29. Doubting your 
religious faith 
29 3 (10.3) 26 (89.7) 3 0 (0)  0 (0) 3 (100) 26 0 (0) 0 (0) 26 (100) 
30. Attending your usual 
religious ceremonies 
29 4 (13.8) 25 (86.2) 4 0 (0) 0 (0) 4 (100) 25 0 (0) 0 (0) 25 (100) 
31. Discussing any 
spiritual concerns you 
may have regarding your 
illness 
29 1 (3.4) 28 (96.6) 1 1 (100) 0 (0) 0 (0) 28 0 (0) 0 (0) 28 (100) 
32. Difficulty accepting 
the disease 
30 10 (33.3) 20 (66.7) 10 1 (10.0) 4 (40.0) 5 (50.0) 20 0 (0) 1 (5.0) 19 (95.0) 
33. Extra expenditure 
because of the disease 
30 4 (13.3) 26 (86.6) 4 0 (0) 2 (50.0) 2 (50.0) 26 0 (0) 0 (0) 26 (100) 
34. Loss of income 
because of the disease 
30 5 (16.7) 25 (83.3) 5 1 (20.0) 2 (40.0) 2 (40.0) 25 0 (0) 0 (0) 25 (100) 
35. Insufficient 
information (e.g., about 
the disease and its 
treatment, aids and 
agencies that can provide 
help, alternative healing 
methods) 
30 6 (20.0) 24 (80.0) 6 4 (66.7) 1 (16.7) 1 (16.7) 24 0 (0) 2 (8.3) 22 (91.7) 
* A participant has responded to whether or not the item is a problem but not responded to whether or not they would like professional attention for the item 
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Table 4. Carer Unmet Needs by Individual Items 
 
 N Is this item a problem?  
n (%) 
N Responses for ‘professional 
attention wanted’ among 
participants who indicated item 
was a problem n (%) 
N Responses for ‘professional 
attention wanted’ among 
participants who indicated item 
was not a problem n (%) 
  Yes/some-
what 
No  Yes As much 
as now 
No  Yes As much 
as now 
No 
1. How I should take care 
of the patient (bodily 
needs) 
21 4 (19.0) 17 (8.0) 4 1 (25.0) 3 (75.0) 0 (0) 17 0 (0) 1 (5.9) 16 (94.1) 
2. How I should handle 
the patient’s pain 
21 5 (23.8) 16 (76.2) 5 2 (40.0) 3 (60.0)  0 (0) 16 0 (0) 2 (12.5) 14 (87.5) 
3. How I should deal with 
the patient’s nourishment 
21 6 (28.6) 15 (71.4) 5* 2 (33.3) 2 (33.3) 1 (16.7) 15 0 (0) 2 (13.3) 13 (86.7) 
4. Knowing what 
physical signs I should 
notice 
21 13 (61.9) 8 (38.1) 13 3 (23.1) 7 (53.8) 3 (23.1) 8 0 (0) 0 (0) 8 (100) 
5. How to find someone 
who can, now and then, 
take over the patient’s 
care (respite care) 
21 6 (28.6) 15 (71.4) 6 2 (22.3) 4 (66.7)  0 (0) 15 0 (0) 1 (6.7) 14 (93.3) 
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6. How I can help the 
patient to fill in their days 
20 5 (25.0) 15 (75.0) 5 0 (0) 2 (40.0) 3 (60.0) 15 0 (0) 1 (6.7) 14 (93.3) 
7. Fatigue 21 13 (61.9) 8 (38.1) 13 1 (7.7) 6 (46.2) 6 (46.2) 8 0 (0) 1 (12.5) 7 (87.5) 
8. Sleeping problems 21 14 (66.7) 7 (33.3) 14 3 (21.4) 5 (35.7) 6 (42.9) 7 0 (0) 0 (0) 7 (100) 
9. Muscle pains and 
painful joints  
21 7 (33.3) 14 (66.7) 7 1 (14.3) 3 (42.9) 3 (42.9) 14 0 (0) 1 (7.1) 13 (92.9) 
10. My intimate 
relationship with the 
patient (if applicable) 
16 3 (18.8) 13 (81.2) 3 1 (33.3) 0 (0) 2 (66.7) 13 0 (0) 0 (0) 13 (100) 
11. Being able to discuss 
the disease with the 
patient 
21 10 (47.6)  11 (52.4) 10 0 (0) 6 (60.0) 4 (40.0) 11 0 (0) 0 (0) 11 (100) 
12. That the patient’s 
personality has changed 
21 12 (57.1) 9 (42.9) 12 0 (0) 7 (58.3) 5 (41.7) 9 0 (0) 0 (0) 9 (100) 
13. Coping with the 
patient’s altered 
appearance 
21 2 (9.5) 19 (90.5) 2 1 (50.0) 1 (50.0) 0 (0) 19 0 (0) 0 (0) 19 (100) 
14. Continuing my social 
activities 
21 14 (66.7) 7 (33.3) 14 1 (7.1) 3 (21.4) 10 (71.4) 7 0 (0) 0 (0) 7 (100) 
15. Relaxation problems 21 11 (52.4) 10 (47.6) 11 2 (18.2) 3 (27.3) 6 (54.5) 10 0 (0) 0 (0) 10 (100) 
16. Changing tasks and 
responsibilities in the 
family 
21 10 (47.6) 11 (52.4) 10 2 (20.0) 3 (30.0) 5 (50.0) 11 0 (0) 0 (0) 11 (100) 
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17. Being dependent on 
others 
21 8 (38.1) 13 (61.9) 8 2 (25.0) 1 (12.5) 5 (62.5) 13 0 (0) 0 (0) 13 (100) 
18. Continuing to do 
things for others 
21 10 (47.6) 11 (52.4) 10  0 (0) 3 (30.0) 7 (70.0) 11 0 (0) 0 (0) 11 (100) 
19. Contact from family, 
friends, neighbours or 
colleagues 
21 5 (23.8) 16 (76.2) 5 0 (0) 2 (40.0) 3 (60.0) 16 0 (0) 0 (0) 16 (100) 
20. Not feeling supported 
by others 
21 5 (23.8) 16 (76.2) 5 2 (40.0) 1 (20.0) 2 (40.0) 16 0 (0) 0 (0) 16 (100) 
21. Being abandoned by 
people in my 
surroundings 
21 3 (14.3) 18 (85.7) 3 1 (33.3) 1 (33.3) 1 (33.3) 18 0 (0) 0 (0) 18 (100) 
22. Not receiving enough 
practical help from 
people in my 
surroundings  
21 4 (19.0) 17 (81.0) 4 2 (50.0) 1 (25.0) 1 (25.0) 17 0 (0) 0 (0) 17 (100) 
23. Depressed mood 21 11 (52.4) 10 (47.6) 11 3 (27.3) 3 (27.3) 5 (45.5) 10 0 (0) 0 (0) 10 (100) 
24. Not experiencing 
pleasure anymore 
21 8 (38.1) 13 (61.9) 8 2 (25.0) 1 (12.5) 5 (62.5) 13 0 (0) 0 (0) 13 (100) 
25. Fear of the future  20 11 (55.0) 9 (45.0) 11 5 (45.5) 1 (9.1) 5 (45.5) 9 0 (0) 0 (0) 9 (100) 
26. Fear for my own 
health 
21 14 (66.7) 7 (33.3) 14 4 (28.6) 3 (21.4) 7 (50.0) 7 0 (0) 0 (0) 7 (100) 
27. Difficulty showing 
emotions 
21 5 (23.8) 16 (76.2) 5 1 (20.0) 1 (20.0) 3 (60.0) 16 0 (0) 0 (0) 16 (100) 
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28. Feelings of guilt 21 5 (23.8) 16 (76.2) 5 2 (40.0) 1 (20.0) 2 (40.0) 16 0 (0) 0 (0) 16 (100) 
29. Difficulty seeing the 
positive aspects of the 
situation 
21 12 (57.1) 9 (42.9) 12 2 (16.7) 4 (33.3) 6 (50.0) 9 0 (0) 0 (0) 9 (100) 
30. Finding some 
spiritual purpose for the 
patient’s illness  
21 4 (19.0) 17 (81.0) 4 1 (25.0) 0 (0) 3 (75.0) 17 0 (0) 0 (0) 17 (100) 
31. Doubting my 
religious faith 
21 4 (19.0) 17 (81.0) 4 0 (0) 1 (25.0) 3 (75.0) 17 0 (0) 0 (0) 17 (100) 
32. Attending my usual 
religious ceremonies 
21 4 (19.0) 17 (81.0) 4 0 (0) 1 (25.0) 3 (75.0) 17  0 (0) 0 (0) 17 (100) 
33. Discussing any 
spiritual concerns I may 
have regarding the 
patient’s illness 
21 0 (0) 21 (100) 0  0 (0) 0 (0) 0 (0) 21 0 (0) 0 (0) 21 (100) 
34. Extra expenditure 
because of the disease  
21 9 (42.9) 12 (57.1) 9 0 (0) 2 (22.2) 7 (77.8) 12 0 (0) 0 (0) 12 (100) 
35. Reduced income 
because of the disease 
21 6 (28.6) 15 (71.4) 6 0 (0) 3 (50.0) 3 (50.0) 15 0 (0) 0 (0) 15 (100) 
36. Making arrangements 
(will, insurance, etc.) 
21 2 (9.5) 19 (90.5) 2 0 (0) 0 (0) 2 (100) 19 0 (0) 0 (0)  19 (100) 
37. Filling in forms 20 4 (20.0) 16 (80.0) 4 0 (0) 3 (75.0) 1 (25.0) 16 0 (0) 0 (0) 16 (100) 
38. Getting help with 
financial administrative 
issues 
21 4 (19.0) 17 (81.0) 4 2 (50.0) 1 (25.0) 1 (25.0) 17 0 (0) 0 (0) 17 (100) 
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39. Transporting the 
patient  
21 6 (28.6) 15 (71.4) 6 0 (0) 3 (50.0) 3 (50.0) 15 0 (0) 0 (0) 15 (100) 
40. Heavy housework 
(cleaning, changing beds, 
gardening, etc.) 
21 11 (52.4) 10 (47.6) 11 1 (9.1) 4 (36.4) 6 (54.5) 10 0 (0) 1 (10.0) 9 (90.0) 
41. Shopping (for food, 
clothes, etc.) 
21 4 (19.0) 17 (81.0) 4 0 (0) 1 (25.0) 3 (75.0) 17 0 (0) 0 (0) 17 (100) 
42. Asking for help in 
medical consultations 
21 3 (14.3) 18 (85.7) 3 1 (33.3) 1 (33.3) 1 (33.3) 18 0 (0) 0 (0) 18 (100) 
43. Difficulty 
remembering what was 
said in medical 
consultations  
21 2 (9.5) 19 (90.5) 2  1 (50.0) 0 (0) 1 (50.0) 19 0 (0) 1 (5.3) 18 (94.7) 
44. Difficulty expressing 
disagreement in medical 
consultations 
21 2 (9.5) 19 (90.5) 2 2 (100) 0 (0) 0 (0) 19 0 (0) 0 (0) 19 (100) 
45. Making decisions in 
medical consultations 
21 4 (19.0) 17 (81.0) 4 0 (0) 3 (75.0) 1 (25.0) 17 0 (0) 1 (5.9) 16 (94.1) 
46. Difficulty saying “I 
don’t understand” in 
medical consultations  
21 2 (9.5) 19 (90.5) 2 0 (0) 2 (100.0) 0 (0) 19 0 (0) 1 (5.3) 18 (94.7) 
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47. Lack of information 
from doctors and other 
health professionals in 
writing 
21 7 (33.3) 14 (66.7) 7 2 (28.6) 3 (42.9) 2 (28.6) 14 0 (0) 0 (0) 14 (100) 
48. Understanding the 
roles of different health 
professionals  
21 4 (19.0) 17 (81.1) 4 1 (25.0) 2 (50.0) 1 (25.0) 17 0 (0) 0 (0) 17 (100) 
49. Getting access to help 
from agencies or 
professional 
organisations  
21 5 (23.8) 16 (76.2) 5 2 (40.0) 3 (60.0) 0 (0) 16 0 (0) 1 (6.2) 15 (93.8) 
50. Insufficient 
adjustment of hospital 
care to the home situation  
21 2 (9.5) 19 (90.5) 2  1 (50.0) 1 (50.0) 0 (0) 19 0 (0) 2 (10.5) 17 (89.5) 
51. Care providers are too 
slow to react in acute 
situations  
21 3 (14.3) 18 (85.7) 3 1 (33.3) 2 (66.7) 0 (0) 18 0 (0) 0 (0) 18 (100) 
52. The impossibility of 
choosing another care 
provider  
21 3 (14.3) 18 (85.7) 3 2 (66.7) 0 (0) 1 (33.3) 18 0 (0) 1 (5.6)  17 (94.4) 
53. Difficulty getting a 
second opinion from 
another doctor 
21 2 (9.5) 19 (90.5) 2  0 (0) 2 (100) 0 (0) 19 0 (0) 1 (5.3) 18 (94.7) 
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54. The insecurity of the 
availability of a hospital 
bed if needed (acutely) 
21 4 (19.0) 17 (81.1) 4 0 (0) 4 (100) 0 (0) 17 0 (0) 0 (0) 17 (100) 
55. Not wanting to leave 
the patient alone  
21 13 (61.9) 8 (38.1) 13 1 (7.7) 6 (46.2) 6 (46.2) 8 0 (0) 0 (0) 8 (100) 
56. That the patient 
denies the severity of the 
situation  
21 4 (19.0) 17 (81.0) 4 0 (0) 1 (25.0) 3 (75.0) 17 0 (0) 2 (11.8) 15 (88.2) 
57. Getting time off work 
to take care of the patient  
21 2 (9.5) 19 (90.5) 2  0 (0) 2 (100) 0 (0) 19 0 (0) 1 (5.3) 18 (94.7) 
58. The contact with my 
children (if applicable) 
19 1 (5.3) 18 (94.7) 1 0 (0) 0 (0) 1 (100) 18 0 (0) 0 (0) 18 (100) 
59. Finding someone to 
talk to (in confidence) 
21 6 (28.6) 15 (71.4) 6 1 (16.7) 2 (33.3) 3 (50.0) 15 0 (0) 0 (0) 15 (100) 
60. Disagreement (with 
patient or family) about 
the treatment the patient 
should have  
21 4 (19.0) 17 (81.0) 4 2 (50.0) 0 (0) 2 (50.0) 17 0 (0) 1 (5.9) 16 (94.1) 
61. Not getting enough 
appreciation for the care 
and attention I give  
21 4 (19.0) 17 (81.0) 4 1 (25.0) 1 (25.0) 2 (50.0) 17 0 (0) 0 (0) 17 (100) 
* A participant has responded to whether or not the item is a problem but not responded to whether or not they would like professional attention for the item.
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Table 5. Patient Unmet Needs by Domain (n=30) 
 
Domains and Items  Unmet Need 
by Item (n) 
Total 
Patients 
with Unmet 
Needs in 
Domain 
n (%) 
Daily Activities   1 (3.3) 
1. Personal care, washing, dressing or 
toileting  
0  
2. Availability of personal transportation 
(cycling, driving a car, public transport) 
0  
3. Doing light housework 1  
   
Physical Symptoms   10 (33.3) 
4. Pain 2  
5. Fatigue 3  
6. Sleeping problems 2  
7. Shortness of breath 1  
8. Cough 0  
9. Itch 1  
10. Sexual dysfunction 2  
11. Prickling or numb sensation 3  
12. (Nightly) sweating or hot flushes  2  
   
Autonomy  7 (23.3) 
13. Difficulties in continuing usual activities 5  
14. Difficulty in letting others take control of 
household tasks 
0  
15. Being dependent on others 2  
16. Experiencing loss of control over one’s 
life 
4  
   
Social Issues   2 (6.7) 
17. Problems in the relationship with 
spouse/companion/partner 
1  
18. Difficulties in talking about the disease 
with spouse/companion/partner 
1  
19. Finding it difficulty to talk about the 
disease because of not wanting to burden 
others 
1  
20. Finding others are not receptive about 
talking about the disease 
0  
21. Difficulty in finding someone to talk to 
(i.e., a confidant) 
0  
   
Psychological Issues   6 (20.0) 
22. Depressed mood 2  
23. Fear of physical suffering 4  
24. Difficulty coping with the unpredictability 
of the future 
5  
25. Difficulty showing emotions 2  
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Spiritual Issues  
26. Difficulty coping with not being useful 2  
27. Feeling like you are not of value to others 2  
28. Finding some spiritual purpose for your 
illness 
2  
29. Doubting your religious faith 0  
30. Attending your usual religious ceremonies 0  
31. Discussing any spiritual concerns you 
may have regarding your illness 
1  
32. Difficulty accepting the disease 1  
   
Financial Issues  1 (3.3) 
33. Extra expenditure because of the disease 0  
34. Loss of income because of the disease 1  
   
Information   4 (13.3) 
35. Insufficient information (e.g., about the 
disease and its treatment, aids and agencies 
that can provide help, alternative healing 
methods) 
4  
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Table 6. Carer Unmet Needs by Domain (n=21) 
 
Domains and Items Unmet Needs 
by Item (n) 
Total Carers 
with Unmet 
Needs in 
Domain n 
(%) 
Taking Care of the Patient   5 (23.8) 
1. How I should take care of the patient 
(bodily needs) 
1  
2. How I should handle the patient’s 
pain 
2  
3. How I should deal with the patient’s 
nourishment 
2  
4. Knowing what physical signs I 
should notice 
3  
5. How to find someone who can, now 
and then, take over the patient’s care 
(respite care) 
2  
6. How I can help the patient to fill in 
their days 
0  
   
Carer Physical Symptoms   3 (14.3) 
7. Fatigue 1  
8. Sleeping problems 3  
9. Muscle pains and painful joints  1  
   
Relationship with the Patient   1 (4.8) 
10. My intimate relationship with the 
patient (if applicable) 
1  
11. Being able to discuss the disease 
with the patient 
0  
12. That the patient’s personality has 
changed 
0  
13. Coping with the patient’s altered 
appearance 
1  
   
Autonomy   4 (19.0) 
14. Continuing my social activities 1  
15. Relaxation problems 2  
16. Changing tasks and responsibilities 
in the family 
2  
17. Being dependent on others 2  
18. Continuing to do things for others 0  
   
Social Support  2 (9.5) 
19. Contact from family, friends, 
neighbors or colleagues 
0  
20. Not feeling supported by others 2  
21. Being abandoned by people in my 
surroundings 
1  
22. Not receiving enough practical help 
from people in my surroundings  
2  
   
Psychological Issues   5 (23.8) 
23. Depressed mood 3  
24. Not experiencing pleasure anymore 2  
 Table continued on next page  
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25. Fear of the future  5  
26. Fear for my own health 4  
27. Difficulty showing emotions 1  
28. Feelings of guilt 2  
29. Difficulty seeing the positive 
aspects of the situation 
2  
   
Spiritual Issues   1 (4.8) 
30. Finding some spiritual purpose for 
the patient’s illness  
1  
31. Doubting my religious faith 0  
32. Attending my usual religious 
ceremonies 
0  
33. Discussing any spiritual concerns I 
may have regarding the patient’s illness 
0  
   
Financial Issues   0 (0) 
34. Extra expenditure because of the 
disease  
0  
35. Reduced income because of the 
disease 
0  
   
Administrative Issues   2 (9.5) 
36. Making arrangements (will, 
insurance, etc.) 
0  
37. Filling in forms 0  
38. Getting help with financial 
administrative issues 
2  
   
Activities of Daily Living  1 (4.8) 
39. Transporting the patient  0  
40. Heavy housework (cleaning, 
changing beds, gardening, etc.) 
1  
41. Shopping (for food, clothes, etc.) 0  
   
Problems in Consultations   3 (14.3) 
42. Asking for help in medical 
consultations 
1  
43. Difficulty remembering what was 
said in medical consultations  
1  
44. Difficulty expressing disagreement 
in medical consultations 
2  
45. Making decisions in medical 
consultations 
0  
46. Difficulty saying “I don’t 
understand” in medical consultations  
0  
   
Quality of Care Issues   4 (19.0) 
47. Lack of information from doctors 
and other health professionals in 
writing 
2  
48. Understanding the roles of different 
health professionals  
1  
49. Getting access to help from 
agencies or professional organisations  
2  
50. Insufficient adjustment of hospital 
care to the home situation  
1  
51. Care providers are too slow to react 
in acute situations  
1  
 Table continued on next page 
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52. The impossibility of choosing 
another care provider  
 
2 
53. Difficulty getting a second opinion 
from another doctor 
0  
54. The insecurity of the availability of 
a hospital bed if needed (acutely) 
0  
   
Miscellaneous   2 (9.5) 
55. Not wanting to leave the patient 
alone  
1  
56. That the patient denies the severity 
of the situation  
0  
57. Getting time off work to take care 
of the patient  
0  
58. The contact with my children  (if 
applicable) 
0  
59. Finding someone to talk to (in 
confidence) 
1  
60. Disagreement (with patient or 
family) about the treatment the patient 
should have  
2  
61. Not getting enough appreciation for 
the care and attention I give  
1  
   
 
Comparison Between Patients’ and Carers’ Unmet Needs   
 
Chi-square statistics were used to compare each patient with 
his or her carer on unmet needs. The fifteen patient and carer pairs 
(i.e., husbands/wives or mothers/daughters) were included in this 
analysis. As the patient and carer questionnaires differed, items from 
each were selected if they were relevant to both groups. These were 
‘depressed mood’, ‘fatigue’, ‘sleeping problems’, ‘finding spiritual 
purpose for the illness’, ‘doubting your religious faith’ and ‘finding 
someone to talk to’. No significant differences between patient and 
carer responses were found (p > 0.05).  
Associations Between Unmet Needs and Demographic Variables  
 
Mann-Whitney U tests and Chi square tests were used to 
examine associations between unmet needs by domain and various 
demographic variables. For patients these included: age, gender, 
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number of children and the presence of an informal carer. For carers 
these included: age, gender, number of children, employment status 
and the presence of a medical condition.   
Patients who reported an unmet need in the physical symptoms 
domain were significantly younger than those who did not report an 
unmet need (U = 42.0, p =.02). Patients who reported an unmet need 
in the physical symptoms domain had significantly fewer children 
than those who did not report this unmet need (U = 41.0, p =.05).  
 For carers, compared to those who reported an unmet need in 
the following domains, age was significantly higher among those 
without an unmet need in the Physical Symptoms domain (U=3.0, p 
=.01), the Autonomy domain (U = 7.5, p =.01), the Psychological 
Issues domain (U=5.5, p = .00) and the Quality of Care domain (U = 
12.0, p = .05).  Carers who reported unmet Autonomy (U = 12.0, p 
= .05) and unmet Psychological issues (U = 9.0, p =.01) had 
significantly fewer children than these who did not report unmet needs 
from these domains. 
Carers’ Unmet Informational Needs 
 
The 21 carers were asked whether they wanted more 
information about various topics. The following percentages indicate 
how many people wanted additional information in the following 
areas: ‘aids to help take care of the patient’ (19.0%), ‘places and 
agencies that provide help’ (23.8%), ‘possibility of treatment and side 
effects’ (14.3%), ‘expectations about the future’ (42.9%), ‘physical 
problems that can be expected’ (38.1%), ‘alternative healing methods’ 
(14.3%) and ‘nourishment’ (23.8%). 
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Carers’ Personal Issues  
 
At the end of each domain, the carers were given the 
opportunity to indicate if they had other personal issues for which they 
required more professional attention. Two carers recorded issues 
associated with their relationship with the patient: 
“I feel no intimacy toward my wife any more. This is very hard for us 
to cope with.” (#144C, age 53, male) 
“My depression means sometimes when I am down or anxious I have 
trouble caring for my husband” (#C49, age 60, female) 
A further two carers described psychological issues. 
Participant 126C (age 73, female) indicated that depressed mood and 
loss of pleasure were problems for her, but not issues for which she 
required additional support (refrain from care). She wrote,  
“I have been to a psychologist”. Participant 133C (age 48, female) 
wrote:  
“Concern about re-establishing a lifestyle without the daily routine of 
caring for mum”. 
Finally, one carer expressed concern about financial issues for 
which she required professional input, writing:  
“Some concern about the rising cost of extra carers regarding 
keeping mum at home as opposed to hospice care” (#13C, age 48, 
female) 
Discussion  
 
The aim of this study was to determine the most frequently 
self-reported unmet needs in patients and informal carers receiving 
private home-based palliative care. Overall, the proportion of patients 
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and carers reporting unmet needs across the examined domains was 
low. Nonetheless, patients indicated some physical and psychosocial 
needs, such as coping with the future and fear of physical suffering.  
Patients tended to experience unmet needs most frequently 
across the physical, autonomy and psychosocial domains. Similarly, 
carers experienced physical unmet needs such as sleeping problems, 
which is not unexpected given the nature of their role. Carers also 
tended to report unmet needs across psychosocial and autonomy 
domains, with issues associated with taking care of the patient the 
most frequently expressed unmet needs.  
The finding that patients’ most prevalent unmet needs were 
from the physical and psychosocial domains is partially consistent 
with past research30. In our systematic literature review of patients’ 
and informal carers’ unmet needs, physical needs did not emerge as a 
prevalent concern, indicating that physical needs were well managed 
by palliative care services19. Furthermore, the finding that carers’ most 
frequently reported unmet needs were associated with taking care of 
the patient and their own psychosocial issues is inconsistent with past 
research. Prior research has typically revealed that information, social 
support and financial unmet needs are the most prevalent among 
carers31-33.  Compared to these less recent studies, information and 
social support needs may be less of an issue for people in the current 
sample due to better access to such resources. For example, the 
rapidly increasing availability and use of the Internet in Australia in 
the past decade34 may constitute an accessible resource for people in 
finding information specific to their needs, and also in finding social 
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supports. There is support that the Internet is a useful tool in meeting 
palliative care needs35. Further, these differences may be accounted 
for by the fact that the current care was delivered by a private health 
care service. It is possible that the nurses and other staff have more 
time to offer patients and carers in private settings, and therefore are 
better able to manage their informational and support needs.   
The results revealed that approximately one third of patients 
refrained from care for ‘continuing usual activities’ and approximately 
half of carers refrained from care for ‘heavy housework’. It is possible 
that patients and carers did not believe that these aspects of their lives 
could be changed or perhaps perceived that they were not a priority. It 
was evident that both patients and carers reported physical symptoms 
as problematic. For example, 66.7% of patients and 60% of carers 
reported difficulties with sleeping. Psychological issues were also 
prevalent, with 50% of patients and carers reporting problems with 
depressed mood. No significant differences were found between the 
patients’ and carers’ unmet needs, possibly due to the limited power 
available for analysis.  
 A further aim of the current study was to determine if 
demographic variables were associated with patient and carer unmet 
needs. For both patients and carers, older age was associated with the 
absence of unmet physical needs. For carers, older age was also 
associated with the absence of unmet autonomy, psychological, and 
quality of care needs. These findings are consistent with those of prior 
research in which it was found that older age was associated with 
fewer unmet needs 36-39. This finding may be a reflection of older 
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people’s attitudes toward help-seeking, where they may believe that 
they should keep their problems private, whereas younger people may 
adopt a more open and assertive approach to disclosing problems and 
needs36, 40. In relation to this point, it is noteworthy that two of the 
youngest female carers discussed their personal issues in the open-
ended questions section, with psychosocial distress, particularly fear, 
emerging. In addition, the youngest male caregiver responded to the 
open-ended question regarding his personal experience of relationship 
difficulties. These findings add to the literature that suggests younger 
carers may be more open and willing to report problems and needs.    
In addition to age, the number of children that patients and 
carers had was also associated with unmet needs. For patients, the 
number of children was higher in the absence of unmet physical needs 
domain and for carers the number of children was higher in the 
absence of unmet autonomy and psychological needs. There is limited 
evidence to support or refute this finding, however past research in the 
aged care population has indicated that an increased number of 
children and specifically, having at least one daughter in the family, 
was positively associated with more social contact and more help with 
activities of daily living41, 42. This appears to be consistent with the 
current finding that participants with unmet needs had fewer children 
than those without unmet needs, however, further investigation of this 
association is required. In the current study, gender was not associated 
with unmet needs, which is inconsistent with past research in which 
females were more likely to self-report unmet needs36, 39, 43-45. It is 
possible that men in the current sample felt more empowered to 
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discuss their problems than men in less recent studies.  Further, the 
high level of education in the current male sample may also be a 
factor associated with men articulating their needs more frequently. 
The limited power available for analysis may also explain the non-
significant results associated with gender and other demographic 
variables.  
There are a number of other limitations that need to be 
considered when interpreting the current findings. Firstly, in the 
current study there was only one participant with a non-cancer 
diagnosis. While the majority of palliative care patients have a 
diagnosis of cancer, patients with other life-limiting illnesses are 
treated in palliative home-based settings4. Therefore such patients 
were under-represented in this study. Another limitation is that the 
data represented the views of patients and carers receiving private 
health care in one Australian service, thus limiting the generalisability 
of results to other settings and socioeconomic groups. Nonetheless, 
the examination of unmet needs in private palliative home care 
services is a novel area that has been under-researched. Furthermore, 
the exclusion of patients who were unable to speak and write fluent 
English may have led to an underestimation of the unmet needs of 
carers and patients within the service.  For example, it is possible that 
patients and carers who were not fluent in English had higher levels of 
unmet needs, particularly informational and communication needs, as 
has been found in immigrants with cancer in a prior Australian study46. 
It is also possible that deteriorating health status increased the number 
of unmet needs experienced, as shown in previous research47.  
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Another limitation of this study was the questionnaire used to 
examine unmet needs. This questionnaire was originally developed in 
Dutch and required amendments. However, due to the dearth of 
measures examining unmet needs of both patients and carers in a 
palliative care setting, the PNCP was considered the most suitable 
instrument available for use at the time. The development of a 
psychometrically sound quantitative measure of unmet needs of both 
patients and carers in the palliative care setting is an important area 
for future research. Such a resource would enable better identification 
of unmet needs, which may engender initiatives to address such 
concerns.  
In terms of theoretical implications, the findings of this study 
support the utility of the biopsychosocial-spiritual model of palliative 
care for patients and carers48. This model posits that holistic care is 
critical for patients and carers facing life-limiting illnesses. In the 
current study, participants experienced a range of unmet needs, (i.e., 
physical, psychological, social). Although the prevalence of unmet 
needs was low, greater focus on identifying and addressing unmet 
psychosocial needs, for instance through increased engagement of 
psychologists and social workers, may further support a holistic 
approach to care. Furthermore, results from the current study may 
assist clinicians, particularly those working within the private 
palliative care sector to better understand the experiences of patients 
and their carers. Such increased knowledge may better facilitate 
communication between palliative care professionals and care 
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recipients, and has the potential to lead to improved identification of 
gaps in service delivery.  
 It is evident from this study that patients and carers receiving 
private palliative home care can still experience unmet needs. 
Therefore it is important that unmet needs are routinely monitored and 
appropriate action taken to provide the best quality care.   
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6.2 Summary and Conclusion 
 
In this chapter the rationale for undertaking a survey of the 
unmet needs of palliative home-based patients and carers was 
provided. This paper described the unmet needs of patients and carers, 
while demonstrating the importance of routine needs assessments in 
clinical settings. For patients, unmet needs tended to be related to 
physical and psychosocial concerns. This finding was only partially 
supported by the findings of the systematic literature review presented 
in Chapter 4. However in contrast to the review, the current study 
solely examined a private service situated within the Australian 
healthcare system, which may have accounted for some differences in 
self-reported unmet needs. For carers, the most frequently reported 
unmet needs were associated with taking care of the patient, and their 
own psychosocial needs, which was consistent with findings shown in 
the systematic review. Further investigation regarding these unmet 
needs was undertaken with the use of qualitative semi-structured 
interviews in subsequent studies.  In the next chapter the results of 
Studies 2, 3 and 4 will be presented and discussed. 
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Chapter 7: Paper 3: The Unmet Needs of Patients, 
Carers and Nurses from a Private Palliative Home Care 
Service: A Thematic Analysis 
 
7.0 Rationale for Paper 3 
 
 A range of qualitative studies have been undertaken to 
examine the experience of patients and carers facing, or carers who 
have previously faced, end of life issues (Aoun, Kristjanson, Oldham, 
& Currow, 2008; Hudson, 2004; Kirk, Kirk, & Kristjanson, 2004; 
O'Connor, Gardner, Millar, & Bennett, 2009). Communication needs, 
particularly for carers, have emerged as a major issue from these 
studies, and was a primary theme to emerge from a systematic 
literature review undertaken by the student (Ventura et at., 2014) and 
presented in Chapter 4. One of the conclusions from the studies 
examined in the review was that appropriate communication from 
health professionals was lacking, which induced a sense of 
helplessness (King, Bell, & Thomas, 2004). For patients, a lack of 
communication with health professionals, or a communication style 
that was vague, particularly concerning prognosis, resulted in distress 
and hopelessness (Kirk et al., 2004). 
Other themes that have emerged from the literature on this 
topic include existential and spiritual concerns (Boston et al., 2006), 
and unsupportive health care professionals and/or services (Hudson, 
2004). In addition, general physical care problems have been reported, 
including availability of care when needed, professional competency, 
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patient and carer involvement in decision-making, and a lack of 
privacy in hospital settings (Osse et al., 2002). Many of these studies 
have involved retrospective accounts of bereaved carers, and/or 
patients who were receiving in-patient care. In addition, very few 
studies have examined perspectives of palliative care staff (Pusa et al., 
2014).  
 This set of studies was designed to examine the experience of 
unmet needs in patients, carers, and palliative home care nursing staff 
from one, private Australian service. In order to expand on the 
findings from Study 1, a qualitative methodology was adopted in the 
studies 2, 3 and 4. 
A similar study that explored unmet carer (current, past) needs 
using a focus group design was undertaken at the same service over 
five years ago (O'Connor et al., 2009). This qualitative study revealed 
that carers generally had a high level of satisfaction with the service. 
However, some respondents experienced unmet needs, including a 
lack of knowledge about aspects of the patient’s illness and treatment 
trajectory, and unmet communication needs. Carers also reported that 
they needed more time with the nursing staff independent of the 
patient, including continued contact after the patient’s death. Further, 
carers indicated that they needed more visits from the staff. They also 
believed there was a lack of continuity with the nurses when they did 
visit, as they would often be different nurses each time. While this 
study included the home care nursing staff, the researchers did not 
enquire about their personal experience of unmet needs, but rather 
used their accounts to elucidate the experience of informal carers. The 
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current study, examined the nurses’ unmet needs in relation to their 
nursing needs.  
Apart from this research, there has only been one other study 
to date (Appelin, Brobäck, & Berterö, 2005), to the student’s 
knowledge, which has examined patients, carers and nursing staff in 
the one study, to provide a broad and integrated picture of the 
palliative home care experience. This study investigated recipients of 
a Swedish home care service and involved six patients, six next of kin 
and six nurses. Using a qualitative, hermeneutic analysis, the authors 
of this study found that there were various advantages to receiving 
home care, such as living with a sense of normalcy, as well as 
disadvantages, such as extra work involved for next of kin.  
 
The research question addressed in the current paper was: 
 How do patients, informal carers and nurses involved in a palliative 
home care service understand and make sense of their experience of 
their unmet needs?  
 
Following is a manuscript, which has been submitted to the journal, 
Psychology and Health. The formatting and reference style of this 
paper is in accordance with the requirements of the journal. 
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Abstract 
 
Objective: There has been a noticeable increase in palliative care 
populations in the last decade, with home-based care being the 
dominant model of service delivery. The aim of this qualitative study 
was to explore the experience of unmet needs in patients, carers and 
nurses in a private Australian palliative home care service.  
Design: Participants were 15 palliative patients, 11 carers, and 5 
nursing staff. All took part in a semi-structured interview and the 
transcripts were subjected to inductive thematic analysis.  
Results: Patients reported few unmet physical and psychosocial issues. 
This may be partly due to their fatalistic attitude toward their illness 
and acceptance of their condition. For carers, unmet needs tended to 
be associated with taking care of the patient and their own needs for 
support. The carers reported more unmet needs than the patients but 
they regarded these as less important than the patient’s needs. The 
nurses’ reported unmet needs associated with their working conditions 
and job satisfaction.  
Conclusion: The experiences of patients, carers and nurses were 
unique, yet interconnected. The lack of help-seeking behaviour shown 
may engender palliative care initiatives to better facilitate 
communication and support for recipients and staff.  
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Introduction 
 
The pattern of life, disease and death has changed dramatically 
in the past several decades in western nations (World Health 
Organisation, 2009). Accordingly, there has been a noticeable increase 
in palliative care populations in the last several decades (Australian 
Government, 2012). Due to the increased pressure on the heath system, 
home-based palliative care is often promoted by health care agencies. 
Further, many people also have a preference to remain at home while 
they receive support for a life-limiting illness (CareSearch, 2012; 
Davies, 2004).  
Home-based care is the dominant model of palliative care 
service delivery internationally (Kamal, Currow, Ritchie, Bull, & 
Abernethy, 2013; Luckett et al., 2014; Shepperd, Wee, & Straus, 
2011). It is an approach that enables individuals and their families to 
have their physical, psychological and existential needs met while 
they remain in the comfort of their own home (Labson, Sacco, 
Weissman, Gornet, & Stuart, 2013). This form of care delivery offers 
many benefits, including a sense of normalcy, comfort and dignity at 
the end of life (Hudson, 2003). Despite these advantages, there are 
significant challenges in providing an optimal service, as it is largely 
dependent on contributions from informal support systems such as 
family (Stadjuhar, 2013). As a consequence of the range of 
responsibilities involved in providing care, the needs of patients, 
carers and palliative care nurses are often unmet (Funk et al., 2010; 
Ventura, Burney, Brooker, Fletcher, & Ricciardelli, 2014). 
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   Many researchers have explored the lived experiences of 
patients and carers in palliative care settings (Buzgova, Hanjnova, 
Sikorova, & Jarosova, 2014; Ford, Catt, Chalmers, & Fallowfield, 
2012; Murray, McDonald, & Atkin, 2014). These studies have 
revealed that patients experience unmet physical needs, such as pain 
and breathlessness, as well as psychological needs, such as depression. 
Furthermore, this body of research has reported unmet needs in the 
carers of these patients. These included unmet needs associated with 
their role, such as their unpreparedness to make decisions for the 
patient (Stadjuhar, 2013). Palliative Care Australia (the peak national 
organisation for palliative care in Australia) examined the impact of 
caregiving, and found that carers in Australia experienced a range of 
unmet needs. These included informational, financial, practical and 
emotional (Palliative Care Australia, 2004). Further, both patients and 
carers have reported unmet needs in relation to communication with 
palliative provider staff, which impacts on the quality of patient care 
(Garland, Bruce, & Stajduhar, 2013; O'Connor, Gardner, Millar, & 
Bennett, 2009).  
Many past studies have been conducted using retrospective 
accounts of bereaved carers, or patients who were receiving in-patient 
care (Ventura et al., 2014). Using retrospective accounts is one of the 
key limitations of past research because of the tendency for carers to 
evaluate their experience more highly, compared to the time when 
they were actually caregiving (Field, 1994). In addition, few studies 
have examined the experiences of palliative care nursing staff, 
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although they are heavily involved with both patients and families 
during this phase of their lives.  
Only one other study to date, to our knowledge, has examined 
experiences of patients, carers, and nursing staff in one study, 
providing a broad evaluation of their home care experience (Appelin, 
Brobäck, & Berterö, 2005). This Swedish study found that the main 
benefit of receiving palliative care in the home was that patients and 
carers could strive for a ‘normal’ life. For example, being at home 
fostered feelings of security and comfort. However, according to these 
authors there were also disadvantages to receiving palliative home 
care. These were mainly centered around the extra work involved for 
carers, their uncertainty about the physical indicators that death was 
approaching, and how carers would cope with that situation.  The 
nurses who participated in the Swedish study also expressed 
uncertainty, mainly about their knowledge of palliative care. In a 
previous study, which was also conducted at the service involved in 
the current study, O’Connor et al. (2009) examined carers’ unmet 
needs. According to their findings, informal carers had unmet 
communication needs, while nurses reported the need for additional 
supervision and training.  
The service under discussion is a private, not-for-profit 
organisation that employs specialist palliative care nursing staff. From 
discussions with current and bereaved carers, as well as service staff, 
O’Connor et al. (2009) found that communication between care 
recipients and care providers was sometimes lacking. However, this 
research did not involve the direct perceptions of patients. 
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Furthermore, since O’Connor et al. conducted their research, the 
service has undergone substantial restructuring. Therefore, the aim of 
the current study was to explore the lived experience of unmet needs, 
in patients, carers, and nurses from this Australian palliative home 
care service.  
Unmet needs have been poorly defined in the literature, with 
many past studies using circular definitions or not defining the term at 
all. Many researchers have also not distinguished between the terms 
‘needs’ and ‘problems’. According to Osse et al. (2006) a ‘need’ for 
care has been defined as a wish to receive support with regard to an 
experienced ‘problem’. Therefore, in the current study an attempt has 
been made to distinguish between the participants’ experiences of 
problems and needs, focusing specifically on unmet needs. As defined 
by the present researchers, “unmet needs exist when basic 
requirements to maintain quality of life have not been met” (Ventura 
et al., 2014, p.392).   
Method 
 
Recruitment and Participants 
 
This study, which is part of a larger body of work on unmet 
needs in palliative care, was approved by the Human Research Ethics 
Committee at the participating hospital and the Deakin University 
Ethics Committee. All patients, carers, and nursing staff from the 
palliative home care service were invited to take part in an interview 
between February and August 2013. Patients and carers were invited 
to take part in an interview following their participation in a survey 
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study on unmet needs.  Only those who took part in the survey were 
eligible to be interviewed. Participants were eligible if they were aged 
18 years or older; could understand and speak fluent English; and did 
not have a cognitive impairment. In addition, patients were eligible if 
they were not in the terminal phase of illness, and carers were also 
eligible if the patient they were caring for was not in the terminal 
phase of disease.  
Fifteen patients with a diagnosis of cancer were interviewed. 
An additional nine patients, initially expressed interest in taking part, 
but subsequently dropped out due to disinterest (n=6), terminal phase 
of their illness (n=2), and death (n=1). The patients, eight of whom 
were male, were aged between 53-89 (M=75.8, SD = 9.3) years. 
Eleven carers were interviewed with an additional three initially 
expressed interest in taking part in an interview, but were later 
deemed ineligible, or excluded due to disinterest (n=1), or the death of 
their patient (n=2). The carers, 10 of whom were female, were aged 
between 53-77 (M = 67.5, SD = 10.2) years.  
Nursing staff were recruited through the management of the 
home care service who facilitated distribution of invitations to 
participate. Five palliative home care nurses (out of the 10 employed 
by the service) who expressed interest, took part in the study. The 
ages of the nurses ranged from 48-62 (M = 52.8, SD = 5.4) years and 
four were female. All nurses had completed their nursing training in 
Australia, and the years worked as a registered nurse ranged from 8-
40 (M = 28.2, SD = 12.2) years. The years worked as a specialist 
palliative care nurse was 7-20 (M = 12.2, SD = 4.8) years, and the 
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time spent working in the current home care service ranged from 10 
weeks to 14 years.  
Procedure 
 
 The research team, who were experienced researchers and a 
trainee health psychology researcher, developed the interview guide. 
The aim of this guide was to elicit a narrative from the participants 
about their experience of having unmet needs. It contained a range of 
open-ended questions (e.g., ‘Tell me about your experience with the 
service’) and more specific questions relating to patients’ and carers’ 
individual responses to the self-report survey on unmet needs (e.g., 
‘You indicated that pain is a problem for you and that you would like 
more attention for this. Tell me about that’).  To distinguish between 
‘problems’ and ‘unmet needs’, all participants were asked if they had 
attempted to address their unmet needs (i.e., through seeking support 
from others).  The questions and prompts used by the interviewer are 
shown in Table 1.  
Individual semi-structured interviews with patients and carers 
took place in their homes. All interviews were audio-recorded, with 
patient interviews lasting a mean time of 31 (range: 7-70) minutes. 
The duration of the carer interviews was a mean of 33 (range: 11-55) 
minutes, and nurse interviews lasted a mean of 27 (range: 15-51) 
minutes. Participants also completed a short questionnaire to provide 
demographic and clinical information. To ensure anonymity, all data 
were coded with a participant ID number, which was subsequently 
used to match audio-files and questionnaires.  
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Table 1. Interviewer Questions and Prompts  
Patient & carer interview prompts  
Tell me about your experience with the service 
What were your expectations of the home care service? 
Tell me who you have seen or have been contacted by from the service 
Survey questions: Since completing the survey, has anything changed? 
I noticed you found [insert item] to be a problem, can you tell me more 
about that? 
I also noticed you would have liked more professional attention for [item]. 
Can you tell me about that? 
Is there anything else you would like to tell me about your needs or anything 
else we haven’t covered? 
Nurse interview prompts  
Tell me about your experience with the home care service 
What were your expectations of the home care service when you applied for 
the job? 
Tell me about a typical shift for you 
What are the positive aspects of your role as a palliative care nurse? 
Example? 
What are the negative aspects of your role as a palliative care nurse? 
Example? 
What are your needs as a palliative care nurse? 
What resources or procedures do you think could be put in place to better 
meet the needs of: patients, carers, and your own needs? 
How satisfied are you with how the service meets your needs as a nurse? 
In what way does the service meet the patients’ needs? How satisfied are 
you with how the home care service meets patients’ needs? 
In what way does the service address informal carers’ needs? How satisfied 
are you with how the home care service meets carers’ needs? 
Is there anything else you would like to tell me about your needs as a nurse, 
or anything else we haven’t covered? 
 
 
Transcription and Analysis 
 
 A professional transcription service was used to transcribe 
80% of the audio-recordings verbatim, and the first author transcribed 
the remaining 20% verbatim. Transcriptions were checked against the 
recordings for accuracy, and then imported into NVivo V.10 for data 
coding and analysis. Throughout the qualitative process, the authors 
adhered to the Consolidated Criteria for Reporting Qualitative 
Research (COREQ; Tong, Sainsbury, & Craig, 2007). Thematic 
analysis using an inductive (data driven) approach was undertaken to 
identify themes. This process involved an initial familiarisation phase, 
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where the transcripts were read and re-read by the researchers. A 
double-coding process was also used to ensure agreement across 
themes (Boyatzis, 1998). Inter-coder agreement was reached through 
discussions. There were six phases of the data analysis process, and 
these are outlined in Table 2.  
 
Table 2. Data Analysis Process 
 
Phase Description of the process 
1. Familiarisation with 
the data 
 
AV made notes after each interview. The audio 
files from the interviews were then transcribed 
verbatim, and subsequently read, and re-read.   
2. Generate codes AV uploaded data onto the software program 
NVivo V.10. Patients’, carers’ and nurses’ data 
were uploaded into individual files and dealt 
with separately. Initial codes were created based 
on key features of the data (e.g., the participants’ 
experience with the home care service).    
3. Generate themes Initial themes that addressed the research 
question were identified by AV, and 
subsequently labelled and defined. These mainly 
consisted of the participant’s experience of 
unmet needs (i.e., What were their unmet needs? 
What was this experience like for them?) 
4. Ongoing analysis All of the themes were reviewed to ensure they 
reflected the data. A second coder also 
conducted a thematic analysis to ensure inter-
coder agreement. For the patients’ data, JB was 
the second coder. For the carers’ data, SB was 
the second coder. A random selection of five 
patients’ transcripts, and five carers’ transcripts 
were chosen to conduct the double-coding 
process. For the nurses’ data, LR was the second 
coder. All nurses’ transcripts were used in the 
double-coding process. 
5. Refine themes Based on discussions between AV and the 
second coder, themes were refined. All themes 
were given a clear definition and label if they 
had not already received this in earlier phases.  
AV then conducted the thematic analysis from 
the beginning for all transcripts, using the refined 
coding framework. All team members had a 
discussion about the final themes.  
6. Produce the report Participant quotes from the data were chosen to 
represent the themes, which address the research 
question and aims.  
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Findings  
 
The themes identified from the transcripts are described in 
Table 3. Patients themes were categorised according to their own 
unmet needs, the barriers and facilitators to meeting such needs, and 
their perception of the home care service. Carers’ needs were 
categorised according to their own unmet needs and feelings, as well 
as their perception of the home care service. Finally, the nurses’ 
themes were categorised by their unmet needs and their perception of 
the home care service. Patients and informal carers were given 
pseudonyms to ensure anonymity. Given the very small sample of 
nurses who participated in research, to ensure anonymity, possible 
identifying features such as age and gender were removed and N1, N2, 
N3, N4 and N5 used. 
 
Table 3.  Themes  
Participant Theme 
Patients Patients’ Unmet Needs 
 Physical needs 
 Psychosocial needs 
 Barriers and Facilitators to Meeting Needs 
 Suffering 
 Accepting attitude 
 Perception of the Service  
  
Carers Cares’ Unmet Needs 
 Informational and support needs 
 Invisible Client 
 Communication with the patient 
 Psychosocial needs 
 Perception of the Service  
  
Nurses Nurses’ Unmet Needs 
 Organisational needs 
 Job satisfaction 
 Perception of the Service  
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Patients’ Unmet Needs 
 
The prevalence of patients’ unmet needs were low. However, 
when they did discuss their needs, physical and psychosocial issues 
were the most commonly reported.   
Physical needs. All patients were generally satisfied with the level of 
care they received to address their physical symptoms. However, four 
patients discussed physical unmet needs including the need to reduce 
pain and fatigue, and to treat hot flushes. Three of these patients 
believed that while the nurses could address their symptoms through 
medication, this would result in unwanted side effects. Therefore, 
some patients believed their physical symptoms were challenging to 
address.   
‘When you trade off pain, you trade off other things as well, like your 
sleep habits’ (Dean, aged 63) 
One patient believed that addressing physical symptoms was 
not possible, as this was part of the illness, and there was little that 
could be done to help him.  
‘Nothing much has changed. There’s nothing much that can be done 
at present’ (Rick, aged 69) 
This perception that little could be done to meet needs, and 
address problems in general, was a common experience for patients, 
who exhibited an accepting but also fatalistic attitude toward their 
situation at times.   
Psychosocial needs. All patients reported unmet psychosocial needs 
but perceived that little could be done to address these issues. One 
participant had discussed his fear of dying in pain with his oncologist, 
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but did not receive reassurance. Further, another patient felt she was 
unable to talk about the disease with her friends because she did not 
want to burden them with her problems. The aloneness experienced by 
these patients, as they coped with the fear and isolation of 
experiencing challenging emotions was noted.  
‘The friends that I have at the bowling club, they don’t want to hear 
about it because they’re close to my age and you can’t burden people 
with your problems’ (Julia, aged 79). 
Dependence on others, and lack of control over their situation 
or believing that they were no longer useful were also unmet needs 
reported by four participants. One participant reported that he was a 
“nuisance” to his wife because of his lack of independence. 
Furthermore, all participants did not believe that anything could be 
done to improve their situation so they did not seek help for these 
concerns. Therefore, a sense of powerlessness and fatalism emerged 
from the patients’ reported lack of autonomy. 
‘You hate being dependent on other people, and I know that I’m 
putting a hell of a load on my wife. Being dependent on others is a 
problem for me. Mentally, I hate it. “But do you want professional 
attention for this?” Well, I mean there’s no attention you can get. You 
are dependent and that’s it!’ (Jonny, aged 78) 
Barriers and Facilitators to Meeting Needs  
 
 One of the main barriers to seeking help for unmet needs was 
participants’ lack of understanding and/or expectations about what the 
home care service could offer. While all patients had been provided 
with information about the service on referral, many of them had 
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forgotten this information. Further, there appeared to be reluctance for 
patients to initiate a discussion with the nurses about their needs and 
wants. This may be explained by a lack of awareness of what services 
were available, or their belief that symptoms such as pain, and 
psychological concerns were an inevitable part of the illness process, 
and that these problems were something that they should simply 
endure.   
Suffering. Enduring unpleasant symptoms was reported by all 
participants, particularly with reference to psychosocial concerns. 
James (age 77) explained:  
‘Nothing I can do about it [planning ahead], so you learn to live with 
it, well you don’t learn to live with it, you get on and live with it... 
there’s no point wallowing in your sorrow’ 
Eric (aged 85) reported symptoms of depression and held the 
belief that this was part of ageing, part of living with a life-limiting 
illness, and something that should be dealt with privately: 
‘I’ve got to put up with that [depression], it’s part of the process. I 
think that’s what’s wrong with everybody today, they don’t take any 
responsibility for anything they do... I think comes with old age 
anyway. Really, I think you can’t avoid that’ 
Patients’ powerlessness and fatalistic attitude in the face of 
incurable illness was evident.  Confronting death, or limited life 
expectancy, for these patients elucidated different experiences, 
including acceptance and the desire to be a ‘good’ patient. 
Accepting attitude. The patients’ accepting attitude was evident, and 
for many this acceptance facilitated coping with a progressive illness. 
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However, acceptance also emerged as a barrier for patients addressing 
their unmet needs.  All of the patients accepted that they were living 
with a life-limiting illness could not be cured. Most of the patients had 
been unwell for over 12 months, and had adjusted to receiving 
palliative care in their home. Charles (aged 80) described his 
experience in the following way: 
‘I understand the general principles: a) I’ve had a good life; b) I’ve 
done most things that I wanted to do; c) everybody has a problem d) 
I’ve been well looked after by the palliative care people, so what have 
I got to grizzle about?’ 
Carmen (aged 77) expressed her acceptance by reflecting on her daily 
experience: 
‘I’m not having any treatments so I know the cancer’s growing. But 
it’s very pleasant just sort of sitting here and reading books and 
newspaper and doing the crossword and talk with anybody that 
comes...I’ve had a wonderful life’ 
A fatalistic attitude was also evident, and resulted in many 
patients refraining from seeking help. This resulted in patients often 
withholding issues from the palliative care team contributing to unmet 
needs. As Walter (age: 81) said: 
‘Words are words. What are they going to do, give me a third leg or 
something?’ 
Patients disliked the idea of being considered a “complainer” 
or someone who showed emotion, and were uncomfortable raising 
issues that might be considered burdensome. Being perceived as a 
‘bad patient’ was viewed as undesirable and therefore they tended to  
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adopt the role of ‘good patient’, at the expense of having their needs 
met.  For example, Jonny (age: 78) expressed his feelings regarding 
this: 
‘I don’t want to be a bawling mess or a whinger, you know, “look at 
me I’m dying”. That sort of attitude doesn’t get you anywhere and at 
the end of the day you’re still dying, and so is a lot of other people, so 
live with it’ 
Two patients were conflicted in the way they perceived their 
situation, which was a barrier for them in seeking help. While 
acknowledging that they were very ill and required help from the 
palliative care team, they also felt guilty for using a resource that they 
perceived to be for people much sicker than themselves.  As Madeline 
(aged 85) explained: 
‘I just feel I’m unworthy...I’m a fraud. You know I’m better than they 
think I am’ 
Similarly, Julia (aged 79) believed that there were patients 
with more pressing concerns than hers and that the nurses should 
spend more time with them. 
‘I know they’re so busy and they try to spend as much time as they can 
with you, and you can’t overly burden people not with the job they 
have’ 
Perception of the Service  
 
Overall, all of the patient’s held the service in high regard. 
However some also provided suggestions for improvement, which 
was encouraged by the interviewer.  
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All patients believed the service significantly improved the 
quality of their life.  As Rachel (aged 76) said: 
‘I think the service is excellent. And I think the staff that work there 
are just wonderful. They’re informed, they’re dedicated, and they 
don’t let anything stand in the way of their patients. They’re very 
attentive of the person they’re with at the time, and I think that’s to be 
commended.’ 
Rochelle (aged 53) specifically valued the opportunity to see different 
nurses.  
‘I’ve seen various nurses ‘cause you get different ones that come to 
visit which is good because you get different views on things, and you 
can sort of work out what’s best for you’. 
While valuing the service, three patients provided feedback for 
improvements. One had trouble understanding some of the nurses 
whose English was not their first language, but believed this was a 
minor issue. Another patient was concerned that there were outdated 
medications in her home that the nurses should have removed.  She 
believed that an updated list of her medications would avoid instances 
like this in the future. Finally, one patient would have liked a much 
more accurate time frame for when to expect the home care visits. 
This would enable the patient to plan his day better, rather than 
waiting for hours for the nurse to arrive.  
‘That’s about the only thing that annoys me at little bit. Not knowing 
what time they’re going to come. I know they can’t pinpoint to the 
exact minute but I think they must have some sort of idea’. (Jonny, 
aged 78) 
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Carers’ Unmet Needs 
 
The carers tended to be more forthcoming with their concerns 
than the patients, but still the prevalence of their self-reported unmet 
needs was low. The main unmet needs for carers were the lack of 
information and support from the service. 
Informational and support needs. One carer reported a need for more 
information in writing from the service, which was particularly 
pertinent at the time her mother was referred to the service.  This 
experience was common, with all carers stating that at the time of 
referral, they did not have a full understanding of the meaning of 
palliative care, believing that their loved one was dying.  
‘It would have been good to get stuff in writing. We didn’t get a lot of 
stuff in writing, so for me it was trying to work out a lot of the verbal 
communication that Mum would have with her doctor’ (Melanie, aged 
46) 
Difficulty remembering what was said in a consultation with 
the palliative care physician was an experience shared by three carers. 
Furthermore, the short duration of consultations was a commonly 
reported barrier for carers in having their informational needs met. For 
some, as they were unable to attend consultations, their needs for 
information or support with medication were difficult to meet.  
‘I think probably most people have difficulty remembering everything 
that you’re being told in a short consultation. Often there’s a lot of 
information that comes at you and a lot of things you know, perhaps 
there’s terminology you don’t fully understand and it’s hard to 
remember things that, names and things of things you don’t 
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understand, so yeah. And probably with my depression I do have a bit 
of memory problems anyway so it makes it a bit challenging at times’ 
(Belle, aged 73) 
Invisible Client 
  
All of the carers said that their needs did not matter compared 
to the needs of the patient. Yet, in comparison to the patients, carers 
reported more problems and unmet needs so they were considered 
‘invisible clients’. Despite agreeing that the patients’ needs were more 
important than their own, some carers felt that their patient was not 
appreciative or supportive enough of their situation. This internal 
conflict resulted in a sense of aloneness and powerlessness, causing 
some distress.  
Communication with the patient.  Three carers reported unmet needs 
associated with their communication with the patient. Two of the 
carers reported that their patient would keep emotional needs private, 
and not communicate with them. These carers also expressed 
helplessness, feeling that there was little that the service could do to 
assist with this issue. This further illustrates the carers’ experience of 
aloneness.  
‘I find that disappointing and a bit frustrating that you can’t have a 
logical [conversation], it just gets, you know, door shut, but that’s 
‘Will’s’ personality and that’s something that I’ve had to 
accommodate and get used to’ (Lea, aged 72) 
Another carer felt irritated by her husband’s lack of 
consideration for her needs. For example, her husband did not allow 
her to be present during the nurse’s home visits. While she understood 
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that it was his right to make this decision, she also felt left out, and 
alone with her own needs and wants. Her lack of involvement 
rendered her powerless, despite her desire to care and support her 
husband.  
‘He wants to talk with them, and doesn’t want me there, and they’ll 
come and tell me if there’s something that they want to talk to me 
about ... so this is his care!  I get frustrated’ (Betty, aged 73).  
Further, one carer reported that she wanted more appreciation 
for the care she provided.  
‘Occasionally he’ll say, you know, thanks for what you’re doing, or 
the kids, but sometimes it would be nice if they said you’re doing a 
good job or you know, you look good, or you look tired or whichever 
case but you know, that’s life, it plods along’ (Marina, aged 66) 
Psychosocial needs. When they struggled to manage their patients’ 
illness, the carers’ emotional wellbeing was negatively impacted. 
However, it appeared that they lacked awareness that the home care 
service could assist them with such concerns. One carer described 
feeling “lost”, and requiring more support from health care staff in 
managing her husband’s diet. This carer would have also liked the 
staff to ask her how she was coping with her role, and to consider her 
needs.  
‘I guess generally I feel a bit like that there hasn’t been that 
opportunity [to talk to the nurses about my feelings]. They’d zero in 
on ‘Paul’ and, I mean if that is something that they offer then I 
probably haven’t felt that it was there (Stella, aged 60). 
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Guilt about leaving the patient alone was experienced by two 
of the carers.  
‘I’m well, I suppose frightened if I leave ‘Joe’ for a long period of 
time I don’t know what’s going to happen’ (Lea, aged 72) 
‘He wants me to go to these things and I feel guilty going, and then he 
feels guilty not letting me go’ (Kelly, aged 76) 
Ongoing concern for the patient while he or she was alive, but 
also fearing for themselves after the patients’ death led to conflicting 
emotions and existential loneliness for three carers. One carer 
expressed a range of emotions when discussing his wife, who had 
been severely ill for years. While expressing his love for her and 
sorrow for the pain she endured, he also felt that her death would 
provide him some relief from his helplessness, and relieve her from 
the suffering she had been through.  
‘It’s probably almost dragged on too long now you know; you’re stuck 
in limbo. I can’t move on with life and I can’t, you can’t do anything 
about it either. The situation is what it is’ (Christopher, aged 53) 
One carer discussed her fear and helplessness for her husband 
who had experienced distressing nightmares.  
‘His heart is going multi to the dozen and I think it’s so frightening to 
him, and what can you do about nightmares, how can you stop that?’ 
(Kelly, aged 76). 
The need for social support from people other than the patient 
was also expressed by four carers. However, they also believed there 
was nothing the service could do about this. The sense of being alone 
through this challenging time was evident.   
 
 
 
194 
‘People ask “how is he” and you know, sometimes they ask how I am 
but it’s usually how’s he going? That’s fine, that’s what people focus 
on, is how is the patient going not how the other person who’s looking 
after him is going and that’s always the case. Very rarely people say 
“how are you feeling, how are you coping?” Very rarely people say 
that, it’s usually “how’s he going or he doesn’t look good” or you 
know, they never say, “Oh gee, you look tired, or .... are you alright?”’ 
(Marina, aged 66)  
Two carers reported a loss of autonomy in that they had less 
time to do their usual tasks, and less spontaneity in their day-to-day 
lives. One carer commented that she was “mean” in discussing her 
limited ability to meet her own needs as a result of her husband’s 
illness.  
‘He’s becoming very ill, it’s not feasible to just either hop on the train 
or plane, there’s so much that has to be organised even if he comes 
with me. The medications and the physical demands have to be paid 
so much. I suppose that’s unfair, I sound very mean’ (Lea, aged 72) 
Due to a perceived lack of recognition of personal needs by 
home care staff, four carers sought support outside of the service to 
help them cope with the demands of their role, and this included 
psychological assistance. Three carers also suggested that if they 
required help in the future that they would be more inclined to seek 
this elsewhere. Christopher (aged 53) discussed this in relation to his 
own psychological concerns: 
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‘I wouldn’t expect the nurses to be able to do much about that 
[anxiety] but yeah, I think. You know, I think if I need more help, I’d 
probably go to a psychiatrist’ 
Perception of the Service  
 
The carers were more forthcoming with feedback about the 
service compared to the patients. This was mainly concerned with the 
perceived lack of support in their role. While they all appreciated and 
valued the service for the assistance it provided, some thought it could 
be improved.  
‘I suppose if I had a suggestion at all it would be a bit more focus on 
the carer. I think sometimes the focus is very much on him [the 
patient] and I have felt at times that I’ve been, well dismissed is a bit 
hard, but overlooked maybe sometimes, yeah’ (Belle, aged 73).  
Melanie (aged 46) would have liked more information on the 
financial benefits to which she could have been entitled.  
‘It would be good if there was a link to Centrelink, some sort of 
conduit there to say, this is what they have to offer, here’s a person 
who deals specifically with carers, because you’re not concentrating 
on yourself, you’re not concentrating on where you next meal’s 
coming from. You’re concentrating on the person that you’re caring 
about’. 
All carers expressed gratitude for the reassurance that the 
service offered in a medical emergency.  
‘Absolutely amazing! It’s been our lifeline, and although ‘Roy’, at 
present is doing well we just don’t know how things will go and 
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knowing that you’re on that bit of the phone at any time and we’ve 
used that and we’ve been grateful (June, aged 77). 
When the carers were asked about the level of support they 
received, and informed about the breadth of services available, all 
carers were open to receiving more support, largely practical and 
emotional. 
 ‘I’m not aware of what is out there, what I could access. Yeah, so that 
would be good to have more of that so that I know that there are 
things that I could access’ (Belle, aged 73) 
Nurses’ Unmet Needs 
 
 The nurses reported unmet needs associated with their role. 
Specifically, they reflected on the environmental issues they faced in 
their workplace, as well as their own needs for achievement and job 
satisfaction.   
Organisational needs. All of the nurses reported unmet needs 
associated with their role in the service. Two nurses discussed the 
need for a faster and more reliable computer system. They reported 
that the existing inefficient computer system meant that their 
administrative work took longer than it should have, placing time 
pressures to undertake their other roles. 
‘We're told we’ve got to see so many patients a day to meet the 
financial constraints so yes, so you are certainly aware of that 
pressure’ (N4) 
 ‘I think the major negative is the very difficult unworkable, old-
fashioned database that we’re now on. It’s extremely limited, it 
frequently breaks down. (N1) 
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Further, the demands of their job to visit patients combined 
with a cumbersome computer system and onerous administrative tasks 
often meant the nurses were unable to take rest breaks during the day, 
or take them very late once they had completed urgent tasks. Three of 
the nurses described taking breaks as a need, but reported that this 
often went unmet due to the lack of time.  
‘I had one manager a few years back I took out on the road and she 
said “I brought some money for coffee” and it’s like we don’t stop. 
We don’t stop for coffee. We don’t stop for lunch, we’re lucky to have 
lunch before two o’clock...Even though patients offer tea, “you want 
tea, you want tea?” “No”. We can’t because we can’t stop. It’s pretty 
hectic out there. It doesn’t sound like a lot, you've got five patients, 
but it is. You just don’t know how long you’re going to spend at each 
one, every day is different’ (N4)  
One nurse also perceived that management did not always 
acknowledge her substantial workload or the extra effort sometimes 
involved.  
‘The needs is probably the fact that we, it’s probably more workload 
related and acknowledgement that if someone calls in that you know 
we don’t automatically get overtime or anything like that so it’s a fact 
you're expected to work back sort of thing, unpaid, overtime... 
sometimes you do feel that the management doesn’t fully understand 
what’s going on” (N2) 
All nurses enjoyed being part of a team and were very positive 
about this aspect of the organisational culture of the service. Despite 
this, two nurses did not believe that there was sufficient formal, 
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professional supervision available. They reported a need for a forum 
to discuss cases, to debrief, and provide support for each other. 
‘I could say anything to anyone and it wouldn’t worry me but I know 
that there are people who are not as outgoing as me that would 
struggle and do struggle. There are new staff coming in and they need 
to be supported. It’s very scary out there. You’re autonomous and you 
have to make decisions on your feet. To be able to come back in and 
talk to somebody ... you need to be able to do that’ (N3)  
Job satisfaction. All of the nurses expressed a need to provide an 
optimal service to patients and carers.  However, two of the nurses 
believed they were visiting some patients too frequently, and that this 
detracted from the time that was available to meet the needs of other 
patients and carers, with more pressing issues. These two nurses felt 
that it was a negative aspect of their role and the service as it impacted 
on their sense of achievement to provide a satisfactory service to all 
patients and carers.  
‘It sort of feels like you’re babysitting a bit for the oncologists’ 
(N3) 
N2 explained how the lack of resources and time pressures 
sometimes resulted in unmet needs for both nurses and patients, which 
led nurses to feel disappointed and frustrated with their role: 
‘It’s really hard when you have to ring someone up and say “Look 
we're short staffed we can’t visit you today” I think that’s quite 
demeaning to people. “Why is someone else more important than I 
am?” type of thing, patient wise, so yeah. I don’t know how you’d get 
round that’. 
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In addition, three of the nurses felt that carers were not 
receiving the support they needed, and that this was something they 
hoped the service could address. N4 believed that carers should 
receive more counselling, pastoral support, and respite, while N5 
discussed the unmet practical needs that required attention. N2 
observed that while there were resources to assist carers, often they 
were not aware of these resources: 
‘We've got quite a resourceful folder that we give families and I would 
say 99% of them don’t read it whether it’s because its too confronting 
or ... a lot of people don’t get time’  
While N5 said: 
‘I think we could perhaps, if there was a way, we could support the 
carers or educate the carers a little bit more. That would be really 
helpful’  
  One nurse described how she would like more time to follow 
up bereaved carers but that that her need to provide such a service was 
not being met because of her lack of time. 
‘Would be nice to after someone has died to have more time to 
actually phone people. Like someone who died on the weekend 
probably two weeks ago and I know I really want to phone that lady in 
case she’s got any questions but I haven’t had a chance yet... You're 
probably thinking “in two weeks surely you could take the phone 
number home” but I don’t like to do my work at home’ (N4) 
Perception of the Service  
 
The nurses recognised and appreciated that that they worked 
for a “fantastic service” and described their role as one of privilege 
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and honour. Their frustration with organisational issues outside of 
their control that hindered their ability to uphold this sense of pride in 
their work, at times, left them with unmet job satisfaction needs. 
However, the nurses acknowledged that their team was a dedicated 
and effective unit that enabled many people to live with dignity with 
an incurable illness, and one described the job as “fun”. N1 said: 
‘It's a lovely team atmosphere, I find most of the time it's quite a 
supportive team’ 
All nurses valued the opportunity to enter a patient’s home, 
provide some comfort in the patient’s final phase of life, and to also 
support the family. In one nurse’s reflections on helping patients 
achieve a home death, she commented on the similarities between 
midwifery and palliative care (i.e., birth and death). N3 said: 
‘It’s actually like midwifery in that it’s a life event that’s going to 
happen. It involves the whole family usually, and what you do as a 
nurse can make it a better or worse experience.  So in that regard, it’s 
extremely rewarding’.  
 
Discussion 
 
The aim of this study was to explore the experience of unmet 
needs in patients, carers and nurses from a palliative home care 
service. The patients in this study reported very few unmet needs; all 
were satisfied with the service; and were not often forthcoming with 
their concerns. Their most commonly reported unmet needs were 
associated with physical and psychosocial issues, which is consistent 
with past research (Buzgova et al., 2014). There was a perception that 
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their uncomfortable symptoms and emotions were an inevitable part 
of the illness process, and little could be done to alleviate these. This 
perception resulted in a lack of help-seeking behaviour.  
The carers also reported few unmet needs, although they were 
more forthcoming with their concerns than the patients, and were less 
reserved about suggesting improvements to the service. Their most 
commonly reported unmet needs were associated with taking care of 
the patient, which has also been found in previous studies (Grande, 
Todd, & Barclay, 1997; Osse, Vernooij-Dassen, Schadé, & Grol, 
2006). Although carers reported unmet needs, they perceived their 
own needs as less worthy of attention from the home care service than 
the patients’ needs, often rendering them invisible clients. Often, the 
carers were in need of practical and emotional support, yet did not 
believe their problems were within the jurisdiction of the home care 
team, despite the service’s ability to meet their needs.  Bee, Barnes, 
and Luker (2009) also drew this conclusion when they systematically 
reviewed literature on home-based informal carers’ needs.  In the 
current study, many carers were unsure about what the home care 
service could provide, and some were unaware that it was also 
designed to support the caregiving role.  It was evident that most 
carers would have liked more support, and that they would be more 
open about their needs if they were asked directly about them by 
home care service staff.  
The nurses were open to discussing their needs, which were 
mainly centered on organisational demands and job satisfaction. Past 
research has shown that these can be a major source of stress for 
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palliative care nurses (Peters et al., 2012). Although this study did not 
examine stress directly, it was evident that the nurses’ unmet needs in 
these areas led to frustration and disappointment. The nurses, much 
like the patients and carers, did not exhibit help-seeking behaviour, 
perceiving that little could be done to address their specific needs. 
However, all participants valued the home care service, and believed 
it was beneficial for all involved.  
 The current findings are consistent with those of past research, 
which indicate that poor communication, in general, contributes to 
unmet needs for palliative home care patients and carers (Boston, 
Balfour, & Mount, 2006; King, Bell, & Thomas, 2004). The limited 
research that has included nurses has generally combined the findings 
regarding nurses and carers, thus creating difficulty in determining 
differences between the two groups (O'Connor et al., 2009). This 
study differentiated between these groups, and showed that nurses 
experienced unmet needs of their own, including the key need to have 
sufficient resources to provide an optimal service to patients and 
carers.    
Comparison of Patients’, Carers’ and Nurses’ Unmet Needs 
 
Patients valued the service and felt it mostly provided them 
with the necessary comfort and support. However, they also 
experienced existential loneliness and emotional conflict associated 
with aspects of their illness and related characteristics. Existential 
loneliness has previously been studied in the palliative setting. For 
example, Sand and Strang (2006) described existential loneliness as a 
basic human challenge. However, the threat of a life-limiting illness 
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triggers a crisis reaction in patients, exposing emotional vulnerabilities. 
The carers in the current study also exhibited a similar reaction to 
their patients’ suffering and experienced helplessness and aloneness 
associated with their inability to care for the patient as they anticipated. 
In the study conducted by Sand and Strang (2006), existential 
loneliness in carers often arose from the realisation that they were 
going to be left alone in the world when their patient died, provoking 
feelings of sadness and fear. However, one carer in the current study 
felt that the patient’s death might reduce his perceived helplessness, 
allowing him to move forward with his life. It is therefore likely that 
he already experienced anticipatory grief at the thought of his wife’s 
death. Therefore, existential loneliness may also be triggered by this 
well-known grief reaction.  
Finally, the nurses depicted their role as one of privilege, 
which contributed to their need to provide a high quality service. 
However, when organisational factors such as time pressures that 
were outside of their control prevailed, they were not always able to 
meet all patient and carer needs, rendering them powerless and 
frustrated. Powerlessness has been examined in palliative care 
recipients (Sand, Strang, & Milberg, 2008), and power relations have 
also been examined in client-nurse interactions within the palliative 
care context (Oudshoorn, Ward-Griffin, & McWilliams, 2007). 
Previous research has shown that palliative care nurses experienced 
powerlessness associated with the restraints (e.g., lack of time and 
autonomy) placed on them by their organisation (Oudshoorn et al., 
2007). Further, a perceived lack of control, leading to the inability to 
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effectively cope with suffering has also been attributed to the 
experience of powerlessness (Sand et al., 2008). In the current study, 
participants across all groups reported a lack of control in their roles, 
when their needs were unmet. A major protective factor that enabled 
participants to overcome such strong feelings was their perception that 
the service was available to support them and keep them safe. 
However, when this was threatened (e.g., when nurses felt they were 
not receiving enough supervision, or when carers felt their needs were 
being overlooked by others), unmet needs transpired.  
All groups were concerned about ensuring the wellbeing of 
another, and may be viewed as selflessness. For instance, patients 
were concerned about the impact that their illness exerted on their 
carer (i.e., being a burden), and carers were worried about whether 
they were caring for the patients appropriately. Similarly, the nurses 
were concerned about patients and carers, and were disappointed 
when they perceived they were not meeting their need to provide an 
optimal service. This concern for others was evident across all 
participant groups.  Previous research suggests that patients develop a 
selfless dimension in the face of threats to life (Dambrun & Ricard, 
2011). In the current study being selfless may have enabled patients to 
be more accepting of a life-limiting illness, and the unmet needs that 
tended to result. However, selflessness among carers may have led 
them to suppress their own needs, and subsequently not have them 
met.   
Patients and carers were reluctant to communicate their needs 
to the palliative home care nurses and therefore often did not ask for 
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certain types of assistance. It is possible that this was associated with 
the participants’ ages. Past research has shown that older people tend 
to be less open about disclosing their concerns, than younger people 
(Foot & Sanson-Fisher, 1995; Ganz, Lee, Sim, Polinsky, & Schag, 
1992; Mor, Allen, Siegel, & Houts, 1992; Sanson-Fisher et al., 2000). 
However, given the small sample size in the current study it is not 
possible to draw such conclusions. Further research therefore is 
needed to explore this in detail.  The lack of communication between 
home care staff, and patients and carers led some care recipients to 
seek assistance from outside the service.  Furthermore, some patients 
and carers did not communicate their needs as they did not want to 
appear as though they were complaining, or be perceived as 
burdensome. Some carers believed that they were unsupported by 
home care service staff but did not seek help because they did not 
want to take up time they believed should be allocated to the patients.  
Some were also unaware that that the service could provide support 
for them, as well as the patient. 
Some nurses also felt that carers’ needs were overlooked by 
the service, and that more should be done to support carers in their 
role. Since this study was conducted, initiatives have been developed 
by the service to address carers’ needs (e.g., support groups for carers), 
but providing patients and carers with encouragement to disclose their 
needs is still imperative. Empowering them to feel safe to openly 
discuss their concerns, regardless of whether they perceive it to be 
minor or irrelevant, is important for optimal care. Accordingly, 
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validating their experiences as real, and worthy of attention is an 
important part of care provision.   
Nurses also exhibited a lack of help seeking behaviour, as they 
often perceived that little could be done to address their own specific 
needs, and therefore would not raise their concerns. Managers have a 
key role in supporting palliative care nurses (Peters et al., 2012), and 
are well-positioned to encourage open discussions about nurses’ 
concerns.  
With regard to theoretical implications, the findings from this 
study support the utility of the biopsychosocial-spiritual model for 
palliative care patients and carers (Fitch, 2005). Patients and carers 
experienced a range of unmet needs, which were interconnected (e.g., 
physical and psychological).  Therefore, a holistic, multidisciplinary 
approach to addressing unmet needs is recommended.  In addition, 
Pearlin’s Stress Process Model (Pearlin, Mullan, & Semple, 1990) can 
be used to explain carers’ and nurses’ experiences of unmet needs. As 
hypothesised by Pearlin et al. (1990), primary and secondary stressors 
experienced by caregivers appear to be ameliorated by caregiver 
resources. In this study, one of the main resources for carers was the 
provision of support. Therefore provision of supportive resources (e.g., 
support groups for informal carers, regular, formal supervision for 
nurses), may be an effective approach to reducing caregiver burden, 
and unmet needs.  For example, past research has indicated that 
regular supervision for nurses is important to facilitate the provision 
of optimal care (Kayser-Jones, Schell, Lyons, & Kris, 2003 
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The limitations and strengths of the current study must be 
acknowledged. Due to the short duration of some interviews, it is 
possible that participants under-reported their concerns to the 
interviewer, whom they may have perceived to be allied with the 
palliative care service. In addition, the small sample size, the private 
health care setting, and the narrow age range of participants, may limit 
the generalisability of these findings to other palliative care services. 
While there were limited data to undertake comparative analyses by 
age, ethnicity or diagnosis, we have attempted to synthesise the results 
in a coherent manner to provide a broad overview of the current 
experiences of patients, carers and nurses from the one service. 
Finally, to our knowledge, this is the first qualitative study that has 
examined the experience of unmet needs of patients, carers, and 
nursing staff from one palliative home care service, which is a major 
strength. 
This study could be expanded by interviewing palliative care 
allied health staff, such as social workers and psychologists, pastoral 
care workers and management staff about their perception of the 
functioning of the service. This would enable a deeper and more 
comprehensive understanding of the experiences of stakeholders in a 
multidisciplinary palliative care service. Furthermore, it would also be 
useful to compare the current findings with those from other services 
within Australia, or internationally. The findings of this study, 
however, can be used to inform future development of the service, 
particularly for the nursing staff.  
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 The results of the current study revealed that palliative home 
care patients, carers, and nurses have unique, yet connected 
experiences of unmet needs. It is anticipated that the findings of this 
study will assist clinicians and administrators working in palliative 
care to better understand and support patients, carers, and staff. In 
particular, improved communication between service staff, patients, 
and carers, would seem to be a key step toward improving service 
delivery and outcomes for care recipients.  
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7.2 Summary and Conclusion 
 
 This study examined unmet needs in patients, carers and 
nurses. It was found that communication was lacking in all these 
groups, and is a major barrier for having needs met. Reasons for this 
include patients’ accepting attitude, and selflessness. Carers’ 
selflessness was a contributing factor to their unmet needs. Both 
carers and nurses conveyed the need for more support in their role. 
The findings from this study may be used in palliative home care 
clinical practice, with the implementation of communication aids to 
better identify and meet needs.
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Chapter 8: General Discussion 
 
8.0 Introduction 
 
In this final chapter, the aims of the research are restated, and 
the key findings of the literature review and the empirical studies are 
summarised and synthesised. The implications of the findings, 
limitations and strengths of the research, and directions for future 
research are also discussed.  
8.1 Research Aims and Summary of Results  
 
 The focus of this thesis was determining the unmet needs of 
palliative care recipients and palliative care nurses. Previous research 
has mainly focused on retrospective accounts of bereaved carers and 
health care professionals when examining unmet needs in these 
populations (Ventura et al., 2014). The limitations of this method of 
data collection have been discussed in this thesis, and the rationale for 
using self-report data has been provided. Further, palliative care 
nurses have been largely neglected in the research literature, in 
particular their unmet needs.  
As outlined in Chapter 1 of this thesis, home-based palliative 
care has become the dominant model of care in Australia and 
internationally (Shepperd et al., 2011; Kamal et al., 2013; Luckett et 
al., 2014). Therefore, the primary aim of this thesis was to examine 
the self-reported unmet needs of patients, carers and nurses from a 
private home-based palliative care service. To my knowledge, this 
service is the only private palliative home care service in Australia.  
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Prior to the commencement of the empirical studies, a 
systematic literature review was undertaken to describe, evaluate and 
summarise the research evidence on unmet needs of palliative home 
care patients and carers. This review was presented in Chapter 4.  The 
results revealed that patients and carers tended to self-report unmet 
needs in psychosocial domains while their physical needs were 
adequately met. In addition, it was found that very few 
psychometrically sound quantitative measures of the unmet needs of 
both patients and carers exist for this population.  
Based on the findings of this literature review, specific 
research questions were formulated and addressed in Study 1. The aim 
of this quantitative study was to answer the following research 
questions: (1) What are the most frequently self-reported unmet needs 
of palliative home care patients and carers from a private Australian 
service? (2) What are the differences and similarities between patient 
and carer unmet needs? (3) Are unmet needs associated with 
demographic factors, such as age, gender, number of children, 
presence of an informal carer, employment status and the presence of 
a medical condition in carers? 
 In Study 1, the self-reported unmet needs of patients and 
informal carers were examined using a cross-sectional survey. Based 
on the results, three qualitative studies were then undertaken to further 
explore the experience of unmet needs in patients and informal carers. 
In addition, the unmet needs and other experiences of palliative care 
nurses were also explored. The aims of the qualitative studies were to: 
(1) Explore palliative patients’, informal carers’ and nurses’ 
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experience of having unmet needs; and (2) Explore how patients, 
informal carers and nurses perceived the functioning of the home care 
service.   
8.1.1 Synthesis of Results  
 
This thesis provided a broad representation of the palliative 
care experience of unmet needs from the perspectives of patients, 
informal carers, and nursing staff. The proportion of patients and 
carers who reported unmet needs was low. In the following section, a 
synthesis of results associated with the patients, informal carers and 
nurses unmet needs, respectively, is provided.  
8.1.1.1 Patients 
 
The finding in the current study that the most prevalent unmet 
needs of patients were from the physical and psychosocial domains is 
partially consistent with past research (Ford et al., 2012; Harrison et 
al., 2009; Maguire et al., 2013). However, in the systematic literature 
review undertaken as part of this thesis, it was found that the physical 
needs of home care patients tended to be adequately met while 
psychosocial needs were often overlooked (Ventura et al., 2014). 
When participants were interviewed about their unmet needs, 
many reported satisfaction with the way the service met their physical 
and psychosocial needs. However, with further probing, it was evident 
that participants often neglected to inform care providers about some 
of their needs, such as pain and depression, perceiving such symptoms 
as an unavoidable part of their illness and believing that nothing could 
be done to alleviate them. During these interviews, the patients’ 
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results from Study 1 were discussed with them. Throughout these 
interviews, many patients conveyed that they did not want to be 
considered as a “complainer” or a “burden” to the service that they 
appreciated and respected. It is possible that patients were cautious 
about what they shared with the researcher during the interview, given 
their reliance on the service for care. Despite being told that 
interviews were confidential and would in no way affect the treatment 
they received from the service, it is possible that this fear biased their 
responses to interview questions.  
One of the main themes that emerged from the qualitative 
analysis was that many patients were accepting of the fact that they 
had an incurable illness, and often endured discomfort unnecessarily. 
For some, this acceptance may have facilitated coping with their 
illness, but it also appeared to be a barrier to meeting their needs, as 
they would under-report their problems and needs to the service. 
This acceptance also appeared to be associated with 
demographic factors, such as age, where older participants reported 
fewer unmet physical needs. The finding that older age was associated 
with fewer unmet needs is consistent with past research, particularly 
in cancer populations (Foot & Sanson-Fisher, 1995; Ganz, Lee, Sim, 
Polinsky, & Schag, 1992; Mor, Allen, Siegel, & Houts, 1992; Sanson-
Fisher et al., 2000). In the interviews, one patient who was in her 50s 
and therefore much younger than the other participants, tended to 
adopt a more open communication style (i.e., was frank in her 
responses). This participant reported her concerns more freely and 
appeared less reserved than other participants when discussing the 
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service. Other participants, who were in their 70s and 80s tended to 
exhibit a more stoic attitude toward their illness, and were less likely 
to report concerns. This finding may be a reflection of older people’s 
attitudes toward help-seeking, where they believe they should keep 
their problems private and cope with them by themselves or within the 
family (Sanson-Fisher et al., 2000; Sharpe, Butow, Smith, McConnell, 
& Clarke, 2005). On the other hand, younger people may adopt a 
more open approach to disclosing problems and needs.  However, due 
to the small sample size and narrow age range of participants who 
were interviewed, it is not possible to make generalisations about age. 
In Study 1, it was also found that having more children was a 
protective factor against unmet physical needs. There is limited 
evidence to support or refute this finding, however, past research in 
aged care populations has indicated that having more children, and 
specifically, having at least one daughter in the family, was positively 
associated with more social contact and more help with activities of 
daily living (Bisschop et al., 2003; Grundy & Read, 2012).  
8.1.1.2 Carers 
 
The burden of caregiving has been well established in the 
literature, where carers tend to experience a range of unmet needs 
associated with their role (Stadjuhar, 2013). Study 1 revealed that the 
most frequently self-reported unmet needs of carers were associated 
with taking care of the patient and their own psychosocial issues. This 
is partially consistent with past research in which informational, social 
support and financial unmet needs were prevalent (Grande, Todd, & 
Barclay, 1997; Harrop et al., 2014; Osse et al., 2006a). However, 
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recent studies have revealed that carers also experienced unmet 
psychosocial and spiritual needs (Angelo & Egan, 2014; Thompson & 
Roger, 2014).  
Results from the interview study with carers supported the 
findings from Study 1. Given the participants were a sub-set of those 
who completed the survey in Study 1, this finding is not surprising. 
Throughout the interviews carers reported a broad range of unmet 
needs, including problems in consultations, autonomy, and lack of 
social support. Carers also revealed that they often believed they were 
unsupported and unprepared for their role. Interviews with carers also 
revealed a lack of understanding about what the palliative care service 
could offer them as an individual. This potentially explains why some 
carers sought support from outside of the service (e.g., psychological 
support).  
Demographic variables were also examined in relation to 
prevalence of unmet needs in Study 1. Similar to the patients, older 
age of carers was associated with fewer unmet autonomy, 
psychological, and quality of care needs. The interviews with carers 
involved mostly females but there was a broader age range than the 
patient sample. While generalisations about age cannot be made due 
to the limited sample size, it was observed that carers who were 
younger (i.e., below 60 years) tended to be more forthcoming about 
their concerns and unmet needs than those who were older (i.e., above 
60 years). This finding has previously been described in the literature 
(Sharpe et al., 2005). This was highlighted in the current survey where 
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the three youngest carers in the sample were the only participants who 
responded to the open-ended questions about unmet needs.  
Having more children was associated with fewer unmet 
autonomy and psychological needs, as shown in Study 1. Further 
research is required to draw conclusions about this relationship. 
However, it is possible that having children is a protective factor for 
carers against becoming socially isolated and distressed. In another 
study, it was found that older adults whose children provided them 
with emotional support, were significantly less depressed and, overall, 
had better mental and physical wellbeing compared to those without 
this form of emotional support (Zunzunegui, Beland & Otero, 2001).  
Interestingly, in Study 1 gender was not associated with unmet 
needs for patients or carers, which is inconsistent with past research in 
which females were more likely to report unmet needs (Siegel, Raveis, 
Houts, & Mor, 1991). Previous research on end-of-life caregiving 
indicated that more females than males take on this role in community 
settings. Wives, daughters/daughters-in-law and female relatives are 
among the primary source of caregiving (Burns, LeBlanc, Abernethy, 
& Currow, 2010). Not surprising, therefore, the carers in the current 
interview study were mostly female. In addition, female carers may be 
more open to discussing their needs than males. Indeed, many carers 
appreciated the opportunity to talk to someone about their concerns. 
When asked how they would feel about the nurses raising such 
conversations with them, the carers were enthusiastic about this 
prospect. 
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During the interviews, both patients and carers reported that 
they placed others’ needs before their own. It appeared that many 
participants were selfless, but some were also resentful at times as a 
result of this. Selflessness is a concept that has been previously 
studied in relation to life-limiting illness (Dambrun & Ricard, 2011). 
This research has revealed that some individuals cultivate selflessness 
in the face of life-limiting illness, as it makes the death process easier 
to manage. While this may assist patients and carers in terms of 
coping, it can also be detrimental because they may be less likely to 
report their concerns, and therefore their needs may remain unmet.  
8.1.1.3 Nurses 
 
The rationale for interviewing nurses was to gain insight into 
an under-researched area. This included their unmet needs as 
palliative care nurses, and their experience in general with the current 
service. The results revealed that nursed reported unmet needs, 
including environmental unmet needs (e.g., the need for reliable and 
efficient computer software, the need for regular supervision) and 
delivery of care unmet needs (e.g., the need to provide an optimal 
services to all recipients, including carers). Overall, nurses were 
satisfied with the service and believed it was a rewarding work 
environment, and a useful resource for families.  
Based on the limited available literature, the findings of this 
study are partially supported. For example, in a study examining 
palliative care nurses preparedness to practice, it was found that many 
nurses lacked knowledge when working with patients who had cardiac 
problems (Kim & Hwang, 2014). In another study that examined 
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nurses’ perspectives on end-of-life care to heart failure patients, it was 
found that many nurses required more training and support in 
communicating about prognosis (Hjelmfors et al., 2014). Similar to 
these studies, Eriksson et al. (2014) found that palliative care nurses 
lacked knowledge in specific palliative care areas, and required 
further education.  These findings do not support the results from the 
current study. None of the nurses involved in the interviews discussed 
a need for further education or training, and appeared highly skilled in 
their role. These discrepancies may be explained by the diverse 
training, and service types examined in these studies. The nurses 
employed at the current service were all highly specialised, palliative 
care nurses with extensive experience in the field.  
The nurses in the current study, however, did express an 
interest in opportunities for additional support if this could be made 
available, including debriefing sessions. Eriksson et al. (2014) also 
found that nurses had a need for more support from colleagues, such 
as supervision and reflection about difficult cases. This finding was 
consistent with the results of the current study, where nurses 
expressed an unmet need for regular, formal supervision.  
 A previous study that was conducted over five years ago at the 
same service, revealed similar results to the current interview studies 
(O'Connor et al., 2009). This earlier study sought to understand 
informal carers’ and nurses’ satisfaction with the service, as well as 
unmet needs. It was found that nurses perceived that carers were not 
given the level of attention they required, nor were they given enough 
information about topics such as medication management and what 
 
 
 
222 
services were available after the death of the patient (i.e., bereavement 
support). This finding is also consistent with research conducted with 
health care professionals in which it was found that caregivers were 
not given enough information about what to expect about the dying 
process and after the patient’s death (Angelo, Egan, & Reid, 2013).  
The current study adds to the existing literature by 
incorporating patients’ views as well as carer and staff perspectives 
about the home care experience and associated unmet needs. This 
study also clearly differentiated between the carers and the nurses 
unmet needs, which distinguishes it from the study conducted by 
O’Connor et al. (2009).  Reporting their needs separately permits 
more understanding of the unique experiences of carers and nurses. 
This is particularly important, as little research has been undertaken 
with nurses.  
One of the main themes to emerge from the qualitative 
analysis was the nurses’ perception of their role in the service as one 
that provided meaning and satisfaction. The nurses described their 
role as one of “privilege” and honour.  This finding is consistent with 
a past study of hospice nurses’ experiences, where it was found that 
nurses had a high level of commitment to their role, and viewed it as a 
“privilege to nurse people at the end of their lives” (Ablett & Jones, 
2007, p. 736). Further, past studies involving palliative care nurses 
have reported that contact with palliative care patients and their 
families as a major source of job satisfaction, which was supported in 
the current research (Ablett & Jones, 2007; Funk, Stadjuhar, & 
Purkins, 2011; Mok & Chiu, 2004).  Nurses experienced frustration 
 
 
 
223 
when organisational factors outside of their control impacted on their 
ability to achieve their care goals.  
8.2 Implications for Theory and Practice  
 
At the beginning of this thesis, the biopsychosocial-spiritual 
model of palliative care was introduced. This model is founded on the 
principle that holistic care is critical for patients and carers facing life-
limiting illnesses (Fitch, 2005). Holistic care refers to meeting 
physical, psychological, social, and spiritual and existential needs of 
patients and carers (Ben-Ayre, Bar-Sela, Frenkel, Kuten, & Hermoni, 
2006).  
The findings from the current studies provide support for the 
use of this model in palliative home-based care. Adopting a holistic 
approach may have enabled patients to have their needs met more 
effectively. Despite experiencing various unmet needs, none of the 
patients reported using alternative methods to manage their physical 
symptoms, such as relaxation or cognitive behaviour therapy. In 
addition, few patients had considered seeking psychological support 
for issues, such as depression, with some adopting the view that 
depression was a normal part of the illness trajectory. It is well 
established that physical symptoms, such as pain, are exacerbated by 
psychological distress, and can be alleviated through psychological 
interventions (Campbell, Clauw, & Keefe, 2003; Gotze, Brahler, 
Gansera, Polze, & Kohler, 2014). Furthermore, psychological 
problems can be well managed with the use of medical means 
(Kendrick & Peveler, 2010). Therefore, adopting a holistic approach 
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to care, whereby needs are addressed within a multidisciplinary 
framework, will enable care providers to better meet patient needs.  
The findings from the carers’ data also support the use of the 
biopsychosocial-spiritual model in palliative home care. As mentioned 
above, there is an interaction between the biological, psychological, 
social and spiritual aspects of functioning. The demands of caregiving 
in the home requires a high level of functioning. Therefore, providing 
carers with support across a range of factors is critical to ensure they 
are well looked after, and in turn can care for the patient appropriately.  
The Stress Process Model, which was discussed in Chapter 3 
of this thesis, can also be used to explain the carers’ experience.  The 
multidimensional nature of this model has been shown to be one of 
the most comprehensive frameworks for examining the experience of 
caregiving (Brazil, Bainbridge, et al., 2010). In the current studies, all 
four domains of the model (i.e., primary stressors, secondary stressors, 
resources, and outcomes) played a notable role in the carers’ 
experience of having unmet needs.  
The primary stressors for the carers were associated with 
caring for the patient. There was a perceived absence of support from 
the health service, which was a stressor for carers, contributing to the 
burden of having unmet needs. This finding has implications for how 
the service can support carers in their role. Providing carers with 
information specific to their needs would be ideal. Further, following 
up with carers about concerns would also be a recommendation, to 
ensure that they are managing the situation well and coping with the 
demands of taking care of the patient.  
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The secondary stressors included a lack of social support and 
lack of autonomy. In contrast, the resources that carers relied on to 
moderate the stressful effects of their caregiving role were social 
interactions. Focusing on increasing carers’ resources (e.g., social 
support, respite, education) would perhaps be fundamental to meeting 
carer needs. The carers from the current research expressed a need for 
more autonomy (e.g., to able to be more spontaneous day-to-day), 
therefore, providing additional respite services may be warranted for 
carers in order to meet their needs.  
The Stress Process Model can also be used to explain the 
nurses’ experience of having unmet needs. The primary stressors for 
nurses were associated with organisational factors, including the 
unworkable computer software, lack of time, and perceived lack of 
support in the form of formal supervision. Further, a secondary 
stressor was noted by one nurse who reported feeling under rewarded 
for the work she does.  
Despite this, the nurses reported a number of resources that 
helped them mitigate the negative outcomes of their job. Being part of 
a cohesive team was one of these resources. Further, nurses described 
their role as rewarding and one of privilege. Similar to the findings  
regarding carers, this research shows that a lack of perceived support 
(i.e., resources) can result in significant burden and unmet needs for 
nurses. Relieving primary and secondary stressors while strengthening 
nurses’ resources would be beneficial in alleviating their unmet needs.  
Encouraging nurses to refer patients and carers to other 
services (e.g., psychology or social work) to have their needs met may 
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alleviate some of their workload pressure. For instance, when patients 
experience sleeping difficulties (which was reported as an unmet need 
in Study 1), nurses could be encouraged to consider alternative 
options to care and draw on the resources of the multidisciplinary 
team.  For example, patients with sleeping difficulties could be 
referred to a psychologist for cognitive behaviour therapy (CBT). In a 
recent systematic literature review, the use of CBT for sleeping 
problems in patients with cancer was examined (Garland et al., 2014). 
Results from the review showed that patients with cancer had 
statistically and clinically significant improvements in sleep following 
CBT. Further, the CBT improved other aspects of patients’ wellbeing, 
including mood, fatigue and overall quality of life.   
In addition, addressing nurses’ need for more supervision 
could be useful in alleviating some of their stress, while improving 
patient care. The research evidence suggests that appropriate 
supervision for palliative care nurses has been associated with better 
patient health care outcomes, including basic physical care (Kayser-
Jones et al., 2003).  
8.3 Limitations of the Research 
 
One of the limitations of Study 1 was the small sample size. 
This methodological problem is a common issue faced by palliative 
care researchers (Jordhoy, Kaasa, Fayers, Underland, & Ahlner-
Elmqvist, 1999). The nature of the illness, complexity of symptoms, 
and physical exhaustion are some of the factors that hinder entry into 
a research study and make successful recruitment challenging. Further, 
a major obstacle in palliative care research is patient attrition (Jordhoy 
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et al., 1999).  Attrition was evident between Study 1 and the follow-up 
interview studies for patients and carers. A possible solution would 
involve conducting telephone screening, as opposed to postal surveys. 
Postal surveys can appear long, and tiresome for individuals and may 
not appeal to them. Whereas, having someone to talk directly to, may 
be more comforting and ease anxiety. Alternatively, employing a 
research assistant to help patients complete surveys may reduce 
burden and increase recruitment rates.  
In Study 1 a cross-sectional design was used, as it was most 
appropriate to answer the research questions, and also because it 
would mitigate the issue of attrition given that data from most 
participants would only be collected at one time point. However, 
employing a cross sectional design had limitations as it precluded 
drawing causal relationships between the factors examined. Further, a 
small number of participants took part in this aspect of the research, 
and only patients who received private health care were examined, 
limiting the generalisability of the findings.  
The measure used to examine unmet needs in the cross-
sectional study was also limited. This questionnaire was originally 
developed in the Dutch language and, despite the availability of an 
English version, it required amendments for the Australian context. 
Even after changes were made by the research team, some questions 
were still unclear to some participants, who raised this issue in the 
interviews or who noted this on the survey in the ‘comments’ section. 
However, this was the most suitable and comprehensive instrument 
available at the time. Upon reflection, adopting an ‘unmet needs’ 
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measure may not have been the most suitable option when examining 
how to improve patient care. Often, participants did not report ‘unmet 
needs’ when even there was a clear ‘problem’, due to a variety of 
reasons (e.g. not thinking the service could be of assistance, not 
wanting to be a burden). Therefore, a measure of ‘problems’ may have 
provided a more accurate reflection of what was trying to be 
uncovered, which is actually ‘problems’ where there is potential to 
improve or influence.  
It is not possible to generalise the findings of this small study 
to other settings and socio-economic groups. A palliative care patient, 
as discussed at the beginning of this thesis, could be someone with a 
malignant condition (e.g., cancer), or a non-malignant condition (e.g., 
respiratory illness). In Study 1 there was only one participant with a 
non-malignant condition, and in Studies 2 and 3, all patients had a 
diagnosis of cancer. Although the majority of palliative care patients 
have a cancer diagnosis (CareSearch, 2011), patients with non-
malignant conditions were under-represented in this research. 
Exclusion of patients considered too ill to participate and those unable 
to speak and write fluent English, may have led to an underestimation 
of specific unmet needs for these groups. Further, this research 
represented the views of patients and carers receiving private health 
care from one Australian service.  
8.4 Strengths of the Research 
 
 A strength of the research was that participants were recruited 
from the only private palliative home care service in Australia, which 
makes this research unique. Further, the studies involved perspectives 
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of three participant groups, each with their own needs and 
responsibilities (i.e., patients, carers and nurses). Although the sample 
size was small, involving all three groups added to the research in this 
area.  
To date, only one other study has included these three groups 
(Appelin et al., 2005).  However, the sample in this study (six patients, 
six carers and six nurses) was smaller than the current sample. Further, 
the study by Appelin et al. (2005) did not specifically focus on unmet 
needs, but focused on the positive and negative aspects of receiving 
home-based care.  
The use of a qualitative methodology in the current research 
enabled a meaningful analysis of participant experiences, and 
accordingly this research adds significantly to the literature. Involving 
all three groups is a strength, as it provides valuable information to 
service providers about the collective perspectives of care recipients 
and nursing staff.  As discussed in the implications section, the use of 
all three groups highlighted the interconnectedness of their 
experiences, which led to recommendations for service improvement. 
One of the key recommendations was that using a multidisciplinary 
approach can be useful in meeting the needs of multiple recipients at 
the same time. For instance, addressing a patient’s needs for pain 
management through alternative services (such as psychology), as 
well as medication, may lead to a decrease in caregiver burden, while 
also reducing nursing staff workloads.   
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8.5 Directions for Future Research 
 
 After conducting a literature search for an appropriate measure 
to use in the examination of unmet needs in palliative care, it was 
apparent that very few valid measures existed. Thus, further research 
is required to develop a psychometrically sound measure that assesses 
the unmet needs of patients and carers in the palliative care setting. 
This would enable regular measurement of unmet needs and lead to 
increased knowledge in this area. In addition, clearer identification of 
needs is more likely to lead to improvements in service delivery. 
Further, the availability of a measure with strong psychometric 
properties could be used to compare patient and carer unmet needs 
across services. This task was beyond the scope of this thesis but is a 
possible focus for future research by the student and the research team.  
 In future studies on unmet needs it would be useful to involve 
a broader range of patients (i.e., not just those with malignant 
diseases) as well as patients at various stages of their illness trajectory. 
It would also be beneficial to examine patients who do not consider 
English to be their first language, particularly in relation to 
communication needs. Further, exploring unmet needs in patients and 
carers representing a wider age range than that of participants in the 
current study would be useful, particularly when examining the 
association of age with specific unmet needs, such as social support.  
Despite advances in palliative care, patients and carers 
encounter communication issues that are a barrier to meeting their 
needs. Therefore, another direction for future research is to further the 
study undertaken by Clayton et al. (2003). These authors undertook 
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the development and preliminary evaluation of a question prompt list 
for palliative care patients. The aim of this tool was to facilitate 
conversations between patients and their palliative care physician. It 
was designed to assist patients to raise their concerns and acquire 
information specific to their needs, and at a pace that was suitable for 
them. This tool was specifically designed for patients with cancer at 
the end-of-life but, with some revision, could also be applicable to 
other palliative care patients and their carers. Piloting a tool such as 
this would be a useful next step in understanding the communication 
needs of care recipients, and may also be useful for nurses in ensuring 
that carers’ needs are not overlooked. Further, incorporating tools, 
such as the Comprehensive Carer-Led Assessment in Palliative Home 
Care (CSNAT; Austin, Ewing, & Grande, 2014) may provide further 
clarification around carer specific needs. This is a new tool that has 
been implemented in palliative home care services. Further 
examination of its utility would be recommended.  
 The current research explored the needs of patients, carers and 
nurses. To further this work, and provide a more comprehensive 
picture of the palliative home care experience, it would be beneficial 
to involve other health care professionals and employees of the 
service in a future study. Such employees might include palliative care 
physicians, allied health care staff such as social workers, 
psychologists and occupational therapists, pastoral care workers,  
administration staff, and managers. This research could potentially 
lead to further suggestions for service improvement, which in turn 
could lead to better outcomes for all involved.  
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8.6 Concluding Remarks  
 
  This thesis was unique in being the first to examine unmet 
palliative care needs from the perspectives of patients, carers and 
nurses in the same study. In addition, examining such needs in a 
private palliative home care service provides a distinctive contribution 
to the literature, as participants may have had different experiences to 
those receiving care from public services. The collective findings of 
the studies presented in this thesis highlight that patients, carers and 
nurses experience unmet needs. These findings also support the use of 
the biopsychosocial-spiritual model in addressing such needs. 
Adopting a holistic approach to patient care produces better patient 
outcomes, and in turn better outcomes for carers. The Stress Process 
Model was also regarded as a useful framework for meeting informal 
and formal carer needs. This model enabled the identification of 
stressors and unmet needs, as well as resources that could mitigate the 
effects of such concerns. It also highlighted the interaction between 
patient and carer functioning, as well as the effects of this functioning 
on nursing staff. Understanding these interactions is a key step toward 
meeting needs for all involved.  
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Appendix A: Summary of the Carer Experience using the Stress Process Model as a Framework 
 
 Primary Stressors Secondary Stressors Resources Outcomes  
Informal Carers 
(i.e., family, friends) 
x Patients’ symptoms 
and suffering 
x Patients’ concerns 
about their own 
wellbeing 
x Impact of diagnosis 
x Understanding of 
symptoms 
x Knowing how to 
manage symptoms 
x Own health 
deteriorating 
x Providing care in the 
home 
x Lack of preparation 
x Absence of sufficient 
guidance 
 
x Economic strain 
x Lifestyle interferences 
x Impact on family 
x Family conflict 
x Social isolation 
x Employment issues 
x Lack of supports 
x Balancing demands of 
other roles (e.g. carer/ 
lover/parent) 
x Positive social support 
network 
x Instrumental, 
emotional and 
informational support 
x Trusting relationships, 
informal and formal 
x Negative impact on 
psychological well-
being and physical 
health 
x Meaningful experience 
x Positive psychological 
impact 
x Renewed appreciation 
for life 
x Transforming fear of 
death to awareness of 
death 
x Change in self-identity 
x Personal growth 
Formal Carers 
(i.e., nurses) 
x Patient suffering 
x Moral conflicts 
x Lack of resources to 
alleviate symptoms 
x Confrontation with 
own mortality 
x Occupational stress 
and burnout 
x Workplace conflict 
x Behavioural and 
cognitive strategies 
x Positive social 
networks 
x Work-life balance 
x Awareness of own 
spirituality and sense 
of mortality 
x Past experiences of 
suffering 
x Negative emotional 
stress 
x Job satisfaction 
x Meaningful work 
x Sense of privilege 
x Heightened zest for 
life 
x Healing encounters 
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Appendix B: MEDLINE Search Strategy 
 
(“palliative care” OR terminal* OR “terminal* ill*” OR “terminal care” OR 
advanced OR endstage OR “end stage” OR hospice OR “hospice care” OR 
“last year of life” OR LYOL OR “life’s end” OR “end-of-life” OR “end of 
life” OR “advanced stage” OR “advanced phase” OR “late stage” OR “last 
stage” OR “late phase” OR “last phase” OR “end phase” OR “final stage” 
OR “final phase”) AND (need* OR “unmet need*” OR “need* assess*” OR 
“perceived need*” OR “support* care need*” OR “psycho* need” OR 
“information* need*” OR satisfact* OR “palliat* need*” OR “instrumental 
need*” OR “activities of daily living need*” OR “employment need*” OR 
“financ* need*” OR “physical need*” OR “spiritual need*” OR “social 
need*” OR “support* need*” OR “quality of life” OR QOL OR “life 
satisfaction” OR “quality of care” OR “autonomy need*” OR “relationship 
need*” OR “sex* need*” OR “emotion* need*” OR “end of life need*” OR 
“home care need*”) AND (“home care “ OR “home care service*” OR 
“home care agenc*” OR “mobile health unit*” OR “community health nurse” 
OR “home N4 hospital” OR “home N4 palliat*” OR macmillan OR “marie 
curie” OR district OR “in-home” OR domicile OR outreach OR “residential 
N4 care” OR residential OR housing OR “post hospital” OR mobile OR 
communit* OR “home N4 management” OR “home N4 care” OR “home N4 
service*” OR “home program*” OR homecare OR “home-care” OR “home-
based” OR “home based” OR homebased) AND (Patient* OR client* OR 
“dying patient*” OR “advanced patient*” OR “terminal patient*” OR 
“patient* N4 end of life” OR “palliative N4 patient*” OR “patient* N4 last 
phase” OR “patient* N4 death” OR “adult patient*”) AND (carer* OR 
caring OR “informal care*” OR caregiv* OR “terminal N4 care*” OR “end 
of life care*” OR “caregiv N5 end of life” OR famil* OR friend* OR 
relative* OR spouse OR husband OR partner OR wife OR “children N4 
caregiv*” OR “close next person” OR “significant other” OR support* OR 
help* OR assist* OR “social support*” OR “primary care*”)
 
 
 
248 
Appendix C: The Problems and Needs in Palliative 
Care- Short Version (PNPC-sv) Revised 
 
The Problems and Needs in Palliative 
Care Questionnaire –  
For Patients  
 
Instructions 
 
This questionnaire is designed to help us understand what problems 
you are experiencing in palliative care, and for what issues you need 
(extra) attention or care.  
 
For each item you need to address two different aspects: 
x Whether you experience it as a problem  
x Whether you need professional attention for it 
 
So, please provide 2 answers for each item!  
 
Here is an example of how to answer each item. 
 
If you were experiencing some difficulty showing your emotions you 
would put a cross in the ‘yes’ square. If you wanted professional help 
with showing your emotions you would put a cross in the ‘yes’ square. 
 
 
 
 
 Is this a problem? Do you want professional 
attention for this? 
25. Difficulty showing emotions Yes 
: 
 
Somewh
at 
܆ 
No 
܆ 
Yes 
: 
As much 
as now 
܆ 
No 
܆ 
 
If you find that you’re getting stuck with this questionnaire and would 
like some help filling it out, please feel free to contact Dr. Susan 
Burney on 0412 778 727 and she will be happy to assist you.  
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 Is this a problem? Do you want professional 
attention for this? 
 
1. Personal care, washing, 
dressing or toileting 
Yes 
܆ 
 
Some-
what 
܆ 
No 
܆ 
Yes 
܆ 
As much 
as now 
܆ 
No 
܆ 
2. Availability of personal 
transportation (cycling, 
driving a car, public 
transportation) 
Yes 
܆ 
 
Some-
what 
܆ 
No 
܆ 
Yes 
܆ 
As much 
as now 
܆ 
No 
܆ 
3. Doing light housework Yes 
܆ 
 
Some-
what 
܆ 
No 
܆ 
Yes 
܆ 
As much 
as now 
܆ 
No 
܆ 
4. Pain Yes 
܆ 
 
Some-
what 
܆ 
No 
܆ 
Yes 
܆ 
As much 
as now 
܆ 
No 
܆ 
5. Fatigue Yes 
܆ 
 
Some-
what 
܆ 
No 
܆ 
Yes 
܆ 
As much 
as now 
܆ 
No 
܆ 
6. Sleeping problems Yes 
܆ 
 
Some-
what 
܆ 
No 
܆ 
Yes 
܆ 
As much 
as now 
܆ 
No 
܆ 
7. Shortness of breath Yes 
܆ 
 
Some-
what 
܆ 
No 
܆ 
Yes 
܆ 
As much 
as now 
܆ 
No 
܆ 
8. Cough Yes 
܆ 
 
Some-
what 
܆ 
No 
܆ 
Yes 
܆ 
As much 
as now 
܆ 
No 
܆ 
9. Itch Yes 
܆ 
 
Some-
what 
܆ 
No 
܆ 
Yes 
܆ 
As much 
as now 
܆ 
No 
܆ 
10. Sexual dysfunction Yes 
܆ 
 
Some-
what 
܆ 
No 
܆ 
Yes 
܆ 
As much 
as now 
܆ 
No 
܆ 
11. Prickling or numb 
sensation 
Yes 
܆ 
 
Some 
what 
܆ 
No 
܆ 
Yes 
܆ 
As much 
as now 
܆ 
No 
܆ 
12. (Nightly) sweating or hot 
flushes 
Yes 
܆ 
 
Some-
what 
܆ 
No 
܆ 
Yes 
܆ 
As much 
as now 
܆ 
No 
܆ 
13. Difficulties in continuing 
usual activities 
Yes 
܆ 
 
Some-
what 
܆ 
No 
܆ 
Yes 
܆ 
As much 
as now 
܆ 
No 
܆ 
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14. Difficulty in letting others 
take control of household 
tasks 
Yes 
܆ 
 
Some-
what 
܆ 
No 
܆ 
Yes 
܆ 
As much 
as now 
܆ 
No 
܆ 
15. Being dependent on 
others 
Yes 
܆ 
 
Some-
what 
܆ 
No 
܆ 
Yes 
܆ 
As much 
as now 
܆ 
No 
܆ 
16. Experiencing loss of 
control over one’s life 
Yes 
܆ 
 
Some-
what 
܆ 
No 
܆ 
Yes 
܆ 
As much 
as now 
܆ 
No 
܆ 
17. Problems in the 
relationship with spouse/ 
companion/partner 
Yes 
܆ 
 
Some-
what 
܆ 
No 
܆ 
Yes 
܆ 
As much 
as now 
܆ 
No 
܆ 
18. Difficulties in talking 
about the disease with 
spouse/companion/partner 
 
Yes 
܆ 
 
Some-
what 
܆ 
No 
܆ 
Yes 
܆ 
As much 
as now 
܆ 
No 
܆ 
19. Finding it difficult to talk 
about the disease because of 
not wanting to burden others 
 
Yes 
܆ 
 
Some-
what 
܆ 
No 
܆ 
Yes 
܆ 
As much 
as now 
܆ 
No 
܆ 
20. Finding others are not 
receptive about talking about 
the disease 
Yes 
܆ 
 
Some-
what 
܆ 
No 
܆ 
Yes 
܆ 
As much 
as now 
܆ 
No 
܆ 
 21. Difficulty in finding 
someone to talk to (i.e., a 
confidant) 
Yes 
܆ 
 
Some-
what 
܆ 
No 
܆ 
Yes 
܆ 
As much 
as now 
܆ 
No 
܆ 
 22. Depressed mood Yes 
܆ 
 
Some-
what 
܆ 
No 
܆ 
Yes 
܆ 
As much 
as now 
܆ 
No 
܆ 
23. Fear of physical suffering Yes 
܆ 
 
Some-
what 
܆ 
No 
܆ 
Yes 
܆ 
As much 
as now 
܆ 
No 
܆ 
24. Difficulty coping with the 
unpredictability of the future 
Yes 
܆ 
 
Some-
what 
܆ 
No 
܆ 
Yes 
܆ 
As much 
as now 
܆ 
No 
܆ 
25. Difficulty showing 
emotions 
Yes 
܆ 
 
Some-
what 
܆ 
No 
܆ 
Yes 
܆ 
As much 
as now 
܆ 
No 
܆ 
26. Difficulty coping with not 
being useful 
Yes 
܆ 
 
Some-
what 
܆ 
No 
܆ 
Yes 
܆ 
As much 
as now 
܆ 
No 
܆ 
27. Feeling like you are not of 
value to others 
Yes 
܆ 
 
Some-
what 
܆ 
No 
܆ 
Yes 
܆ 
As much 
as now 
܆ 
No 
܆ 
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28. Finding some spiritual 
purpose for your illness 
Yes 
܆ 
 
Some-
what 
܆ 
No 
܆ 
Yes 
܆ 
As much 
as now 
܆ 
No 
܆ 
29. Doubting your religious 
faith 
Yes 
܆ 
 
Some-
what 
܆ 
No 
܆ 
Yes 
܆ 
As much 
as now 
܆ 
No 
܆ 
30. Attending your usual 
religious ceremonies 
Yes 
܆ 
 
Some-
what 
܆ 
No 
܆ 
Yes 
܆ 
As much 
as now 
܆ 
No 
܆ 
31. Discussing any spiritual 
concerns you may have 
regarding your illness 
Yes 
܆ 
 
Some- 
what 
܆ 
No 
܆ 
Yes 
܆ 
As much 
as now 
܆ 
No 
܆ 
32. Difficulty accepting the 
disease 
Yes 
܆ 
 
Some-
what 
܆ 
No 
܆ 
Yes 
܆ 
As much 
as now 
܆ 
No 
܆ 
33. Extra financial costs 
because of the disease 
Yes 
܆ 
 
Some- 
what 
܆ 
No 
܆ 
Yes 
܆ 
As much 
as now 
܆ 
No 
܆ 
34. Loss of income because 
of the disease 
Yes 
܆ 
 
Some- 
what 
܆ 
No 
܆ 
Yes 
܆ 
As much 
as now 
܆ 
No 
܆ 
35. Insufficient information 
(e.g. about the disease and 
its treatment, aids and 
agencies that can provide 
help, alternative healing 
methods) 
Yes 
܆ 
 
Some 
what 
܆ 
No 
܆ 
Yes 
܆ 
As much 
as now 
܆ 
No 
܆ 
 
 
36. Are important issues missing from this list?  
 
If so, please add your personal issues in the space provided: 
 
 
 Do you want (professional attention for this? 
 
 
_________________
_ 
 
 
Yes 
܆ 
 
As much as 
now 
܆ 
 
No 
܆ 
 
 
_________________
_ 
 
 
 
Yes 
܆ 
 
As much as 
now 
܆ 
 
No 
܆ 
 
_________________
_ 
 
Yes 
܆ 
 
As much as 
now 
܆ 
 
No 
܆ 
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Appendix D: The Problems and Needs in Palliative 
Care- Caregiver: Revised 
 
The Problems and Needs in Palliative 
Care Questionnaire –  
For Carers  
 
Instructions 
 
This questionnaire is designed to help us understand what problems 
you are experiencing as a carer of someone in palliative care, and for 
what issues you need (extra) attention or care.  
 
For each item 2 aspects are addressed: 
x Whether you experience it as a problem 
x Whether you need professional attention for it 
 
So, please provide 2 answers for each item! 
 
Here is an example of how to answer each item. 
 
If you were experiencing some difficulty showing your emotions you 
would put a cross in the ‘yes’ square. If you wanted professional help 
with showing your emotions you would put a cross in the ‘yes’ square. 
 
 
 
 
 Is this a problem? Do you want professional 
attention for this? 
32. Difficulty showing emotions Yes 
: 
 
Somewh
at 
܆ 
No 
܆ 
Yes 
: 
As much 
as now 
܆ 
No 
܆ 
 
 
If you find that you’re getting stuck with this questionnaire and would 
like some help filling it out, please feel free to contact Dr. Susan 
Burney on 0412 778 727 and she will be happy to assist you. 
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 Is this a problem? Do you want professional 
attention for this? 
1. How I should take care of the 
patient (bodily needs) 
Yes 
܆ 
 
Some- 
what 
܆ 
No 
܆ 
Yes 
܆ 
As much 
as now 
܆ 
No 
܆ 
2. How I should handle the 
patient’s pain 
Yes 
܆ 
 
Some- 
what 
܆ 
No 
܆ 
Yes 
܆ 
As much 
as now 
܆ 
No 
܆ 
3. How I should deal with the 
patient’s nourishment 
Yes 
܆ 
 
Some- 
what 
܆ 
No 
܆ 
Yes 
܆ 
As much 
as now 
܆ 
No 
܆ 
4. Knowing what physical signs I 
should notice 
Yes 
܆ 
 
Some- 
what 
܆ 
No 
܆ 
Yes 
܆ 
As much 
as now 
܆ 
No 
܆ 
5. How to find someone who can, 
now and then, take over the 
patient’s care (respite care) 
Yes 
܆ 
 
Some- 
what 
܆ 
No 
܆ 
Yes 
܆ 
As much 
as now 
܆ 
No 
܆ 
6. How I can help the patient to fill 
in their days 
Yes 
܆ 
 
Some- 
what 
܆ 
No 
܆ 
Yes 
܆ 
As much 
as now 
܆ 
No 
܆ 
7. My other problems in taking 
care of the patient that I would 
like professional attention for: 
(Please write your responses in 
the space provided) 
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THE FOLLOWING QUESTIONS RELATE TO YOUR NEEDS 
 
 Is this a problem? Do you want professional 
attention for this? 
8. Fatigue Yes 
܆ 
 
Some- 
what 
܆ 
No 
܆ 
Yes 
܆ 
As 
much 
as now 
܆ 
No 
܆ 
9. Sleeping problems Yes 
܆ 
 
Some- 
what 
܆ 
No 
܆ 
Yes 
܆ 
As 
much 
as now 
܆ 
No 
܆ 
10. Muscle pains and painful joints Yes 
܆ 
 
Some- 
what 
܆ 
No 
܆ 
Yes 
܆ 
As 
much 
as now 
܆ 
No 
܆ 
11. My other physical symptoms  
that I would like professional 
attention for: 
(Please write your responses in the 
space provided) 
 
 
 
 
 
12. My intimate relationship with 
the patient 
(If the patient is not your partner, 
please disregard this question)  
Yes 
܆ 
 
Some- 
what 
܆ 
No 
܆ 
Yes 
܆ 
As 
much 
as now 
܆ 
No 
܆ 
 
 
13. Being able the discuss the 
disease with the patient 
Yes 
܆ 
 
Some- 
what 
܆ 
No 
܆ 
Yes 
܆ 
As 
much 
as now 
܆ 
No 
܆ 
14. That the patient’s personality 
has changed 
Yes 
܆ 
 
Some- 
what 
܆ 
No 
܆ 
Yes 
܆ 
As 
much 
as now 
܆ 
No 
܆ 
15. Coping with the patient’s altered 
appearance 
Yes 
܆ 
 
Some- 
what 
܆ 
No 
܆ 
Yes 
܆ 
As 
much 
as now 
܆ 
No 
܆ 
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16. My other problems 
concerning my relationship 
with the patient that I would 
like professional attention for: 
(Please write your responses 
in the space provided) 
 
17. Continuing my social 
activities 
Yes 
܆ 
 
Some- 
what 
܆ 
No 
܆ 
Yes 
܆ 
As 
much 
as now 
܆ 
No 
܆ 
18. Relaxation problems Yes 
܆ 
 
Some- 
what 
܆ 
No 
܆ 
Yes 
܆ 
As 
much 
as now 
܆ 
No 
܆ 
19. Changing tasks and 
responsibilities in the family 
Yes 
܆ 
 
Somew
hat 
܆ 
No 
܆ 
Yes 
܆ 
As 
much 
as now 
܆ 
No 
܆ 
20. Being dependent on others Yes 
܆ 
 
Some- 
what 
܆ 
No 
܆ 
Yes 
܆ 
As 
much 
as now 
܆ 
No 
܆ 
21. Continuing to do things for 
others 
Yes 
܆ 
 
Some- 
what 
܆ 
No 
܆ 
Yes 
܆ 
As 
much 
as now 
܆ 
No 
܆ 
22. My other problems 
concerning loss of 
independence that I would like 
professional attention for: 
(Please write your responses 
in the space provided) 
 
 
 
23. Contact from family, 
friends, neighbours or 
colleagues 
 
Yes 
܆ 
 
 
Some- 
what 
܆ 
 
No 
܆ 
 
Yes 
܆ 
 
As 
much 
as now 
܆ 
 
No 
܆ 
24. Not feeling supported by 
others 
Yes 
܆ 
 
Some- 
what 
܆ 
No 
܆ 
Yes 
܆ 
As 
much 
as now 
܆ 
No 
܆ 
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25. Being abandoned by 
people in my surroundings 
Yes 
܆ 
 
Some 
what 
܆ 
No 
܆ 
Yes 
܆ 
As 
much 
as now 
܆ 
No 
܆ 
26. Not receiving enough 
practical help from people in 
my surroundings 
Yes 
܆ 
 
Some 
what 
܆ 
No 
܆ 
Yes 
܆ 
As 
much 
as now 
܆ 
No 
܆ 
27. My other problems 
concerning social support that 
I would like professional 
attention for: 
(Please write your responses 
in the space provided) 
 
 
28. Depressed mood 
 
Yes 
܆ 
 
 
Some-
what 
܆ 
 
No 
܆ 
 
Yes 
܆ 
 
As 
much 
as now 
܆ 
 
No 
܆ 
29. Not experiencing pleasure  
anymore 
Yes 
܆ 
 
Some-
what 
܆ 
No 
܆ 
Yes 
܆ 
As 
much 
as now 
܆ 
No 
܆ 
 
30. Fear of the future Yes 
܆ 
 
Some-
what 
܆ 
No 
܆ 
Yes 
܆ 
As 
much 
as now 
܆ 
No 
܆ 
 
 
31. Fear for my own health Yes 
܆ 
 
Somew
hat 
܆ 
No 
܆ 
Yes 
܆ 
As 
much 
as now 
܆ 
No 
܆ 
32. Difficulty showing 
emotions 
Yes 
܆ 
 
Some-
what 
܆ 
No 
܆ 
Yes 
܆ 
As 
much 
as now 
܆ 
No 
܆ 
33. Feelings of guilt Yes 
܆ 
 
Some-
what 
܆ 
No 
܆ 
Yes 
܆ 
As 
much 
as now 
܆ 
No 
܆ 
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34. Difficulty seeing the 
positive aspects of the 
situation 
Yes 
܆ 
 
Some-
what 
܆ 
No 
܆ 
Yes 
܆ 
As 
much 
as now 
܆ 
No 
܆ 
35. My other problems 
concerning psychological 
issues that I would like 
professional attention for: 
(Please write your responses 
in the space provided) 
 
 
 
 
 
 
36. Finding some spiritual 
purpose for the patient's 
illness 
Yes 
܆ 
 
Some-
what 
܆ 
No 
܆ 
Yes 
܆ 
As 
much 
as now 
܆ 
No 
܆ 
37. Doubting my religious faith Yes 
܆ 
 
Some-
what 
܆ 
No 
܆ 
Yes 
܆ 
As 
much 
as now 
܆ 
No 
܆ 
38. Attending my usual 
religious ceremonies 
Yes 
܆ 
 
Some-
what 
܆ 
No 
܆ 
Yes 
܆ 
As 
much 
as now 
܆ 
No 
܆ 
39. Discussing any spiritual 
concerns I may have regarding 
the patient’s illness 
Yes 
܆ 
 
Some-
what 
܆ 
No 
܆ 
Yes 
܆ 
As 
much 
as now 
܆ 
No 
܆ 
40. My other problems 
concerning spiritual issues that 
I would like professional 
attention for: 
(Please write your responses 
in the space provided) 
 
 
 
 
 
 
41. Extra expenditure because 
of the disease 
Yes 
܆ 
 
Some-
what 
܆ 
No 
܆ 
Yes 
܆ 
As 
much 
as now 
܆ 
No 
܆ 
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42. Reduced income because 
of the disease 
Yes 
܆ 
 
Some-
what 
܆ 
No 
܆ 
Yes 
܆ 
As 
much 
as now 
܆ 
No 
܆ 
43. Making arrangements 
(will, insurance etc.) 
Yes 
܆ 
 
Some-
what 
܆ 
No 
܆ 
Yes 
܆ 
As 
much 
as now 
܆ 
No 
܆ 
 
 
 
 
44. Filling in forms Yes 
܆ 
 
Some-
what 
܆ 
No 
܆ 
Yes 
܆ 
As 
much 
as now 
܆ 
No 
܆ 
45. Getting help with financial 
and administrative issues 
Yes 
܆ 
 
Some-
what 
܆ 
No 
܆ 
Yes 
܆ 
As 
much 
as now 
܆ 
No 
܆ 
 
 
46. My other financial or 
administrative issues that I 
would like professional 
attention for:  
(Please write your responses 
in the space provided) 
 
 
 
 
 
 
 
     
47. Transporting the patient Yes 
܆ 
 
Some-
what 
܆ 
No 
܆ 
Yes 
܆ 
As 
much 
as now 
܆ 
No 
܆ 
48. Heavy housework 
(cleaning, changing beds, 
gardening etc.) 
 
Yes 
܆ 
 
Some-
what 
܆ 
No 
܆ 
Yes 
܆ 
As 
much 
as now 
܆ 
No 
܆ 
49. Shopping (for food, clothes 
etc.) 
Yes 
܆ 
 
Some-
what 
܆ 
No 
܆ 
Yes 
܆ 
As 
much 
as now 
܆ 
No 
܆ 
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50. My other problems 
concerning activities of daily 
living that I would like 
professional attention for: 
(Please write your responses 
in the space provided) 
 
 
 
 
 
 
 
     
51. Asking for help in medical 
consultations 
Yes 
܆ 
 
Some-
what 
܆ 
No 
܆ 
Yes 
܆ 
As 
much 
as now 
܆ 
No 
܆ 
52. Difficulty remembering 
what was said in medical 
consultations 
Yes 
܆ 
 
Some-
what 
܆ 
No 
܆ 
Yes 
܆ 
As 
much 
as now 
܆ 
No 
܆ 
53. Difficulty expressing 
disagreement in medical 
consultations 
Yes 
܆ 
 
Some-
what 
܆ 
No 
܆ 
Yes 
܆ 
As 
much 
as now 
܆ 
No 
܆ 
54. Making decisions in 
medical consultations 
Yes 
܆ 
 
Some-
what 
܆ 
No 
܆ 
Yes 
܆ 
As 
much 
as now 
܆ 
No 
܆ 
55. Difficulty saying “I don’t 
understand” in medical 
consultations 
 
Yes 
܆ 
 
Some-
what 
܆ 
No 
܆ 
Yes 
܆ 
As 
much 
as now 
܆ 
No 
܆ 
56. Other problems in medical 
consultations that I would like 
professional attention for: 
(Please write your responses 
in the space provided) 
 
 
 
 
 
 
     
57. Lack of information from 
doctors and other health 
professionals in writing 
Yes 
܆ 
 
Some-
what 
܆ 
No 
܆ 
Yes 
܆ 
As 
much 
as now 
܆ 
No 
܆ 
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58. Understanding the role of 
different health professionals 
Yes 
܆ 
 
Some-
what 
܆ 
No 
܆ 
Yes 
܆ 
As 
much 
as now 
܆ 
No 
܆ 
59. Getting access to help 
from agencies or professional 
organisations 
Yes 
܆ 
 
Some-
what 
܆ 
No 
܆ 
Yes 
܆ 
As 
much 
as now 
܆ 
No 
܆ 
60. Insufficient adjustment of 
hospital care to the home 
situation 
Yes 
܆ 
 
Some-
what 
܆ 
No 
܆ 
Yes 
܆ 
As 
much 
as now 
܆ 
No 
܆ 
61. Care providers are too 
slow to react in acute 
situations 
Yes 
܆ 
 
Some-
what 
܆ 
No 
܆ 
Yes 
܆ 
As 
much 
as now 
܆ 
No 
܆ 
62. The impossibility of 
choosing another care 
provider 
Yes 
܆ 
 
Some-
what 
܆ 
No 
܆ 
Yes 
܆ 
As 
much 
as now 
܆ 
No 
܆ 
63. Difficulty getting a second 
opinion from another doctor 
Yes 
܆ 
 
Some-
what 
܆ 
No 
܆ 
Yes 
܆ 
As 
much 
as now 
No 
܆ 
 
 
64. The insecurity of the 
availability of a hospital bed if 
needed (acutely) 
Yes 
܆ 
 
Some-
what 
܆ 
No 
܆ 
Yes 
܆ 
As 
much 
as now 
܆ 
No 
܆ 
65. Other problems in the 
quality of care that I would 
like professional attention for:  
(Please write your responses 
in the space provided) 
 
 
 
 
 
 
66. Not wanting to leave the 
patient alone 
Yes 
܆ 
 
Some-
what 
܆ 
No 
܆ 
Yes 
܆ 
As 
much 
as now 
܆ 
No 
܆ 
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67. That the patient denies 
the severity of the situation 
Yes 
܆ 
 
Some- 
what 
܆ 
No 
܆ 
Yes 
܆ 
As much 
as now 
܆ 
No 
܆ 
68. Getting time off work to 
take care of the patient 
Yes 
܆ 
 
Some- 
what 
܆ 
No 
܆ 
Yes 
܆ 
As much 
as now 
܆ 
No 
܆ 
69. The contact with my 
children 
Yes 
܆ 
 
Some- 
what 
܆ 
No 
܆ 
Yes 
܆ 
As much 
as now 
܆ 
No 
܆ 
70. Finding someone to talk to 
(in confidence) 
Yes 
܆ 
 
Some- 
what 
܆ 
No 
܆ 
Yes 
܆ 
As much 
as now 
܆ 
No 
܆ 
71. Disagreement (with 
patient or family) about the 
treatment the patient should 
have 
Yes 
܆ 
 
Some- 
what 
܆ 
No 
܆ 
Yes 
܆ 
As much 
as now 
܆ 
No 
܆ 
72. Not getting enough 
appreciation for the care and 
attention I give 
Yes 
܆ 
 
Some- 
what 
܆ 
No 
܆ 
Yes 
܆ 
As much 
as now 
܆ 
No 
܆ 
 
73. Other topics I want more attention for (Please write your response in the space below) 
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Please answer the following questions by marking Yes or No: 
 
Do you want more information about these 
topics? 
 
Yes No 
Aids to help me take care of the patient  
(lifts, special chairs and beds, adaptation to the 
home etc.) 
 
 
܆ 
 
܆ 
Places and agencies that provide help (and aids) 
 
܆ ܆ 
Possibility of treatment and side effects 
 
܆ ܆ 
Expectations about the future 
 
܆ ܆ 
Physical problems that can be expected 
 
܆ ܆ 
Alternative healing methods 
 
܆ ܆ 
Nourishment 
 
܆ ܆ 
Other topics: (Please write these below) ܆  
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Appendix E: Patients and Carer Socio-Demographic 
Questionnaires 
 
 
 
About You- For Patients  
 
  
 
 
Below are some questions about you. Answering these questions will 
help us understand a little more about who took part in the research 
project. 
 
 
1. What is your age? ______ 
 
2. Are you:   Male   Female  
 
3. What is your country of birth? (Please tick one box only) 
 
 Australia  
 New Zealand  
 United Kingdom 
 Italy  
 Greece  
 China 
 India 
 Other (please specify): _____________________________ 
 
4. If you were not born in Australia in what year did you first 
arrive? ____ 
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5. What is the main language spoken at home? (Please tick one 
box only) 
 
 English 
 Italian 
 Greek 
 Mandarin  
 Hindi  
 Other (please specify): ________________________________ 
 
6. What is your marital status? 
  Married/De facto  
  Single (not in a relationship)  
  Divorced/Separated 
 In a relationship but not living together 
  Widowed 
 Other: (please state): ____________________ 
 
7. Do you have children?  Yes   No   
 
8. If you have children, how many do you have? _______ 
 
 
9. How old are each of your children? (Please tick one age group 
for each child) 
  Birth to 5 years 
  6 to 10 years 
  11 to 15 years 
  16 to 20 years 
 21 years + 
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10. What is the highest education level you have completed? 
(Please tick one box only) 
 
 Primary school 
 Secondary School 
 Tertiary undergraduate 
 Tertiary – Postgraduate 
 TAFE  
 Other (please specify):__________________________ 
 
11. Before you were diagnosed were you... (Please tick all that 
apply) 
 
 Working full time 
 Working part time  
 Performing home duties 
 Unable to work due to illness or injury 
 Looking for work 
 Studying  
 Retired 
 Other (please state):___________________ 
 
12. What is the main reason you are receiving services from the 
Cabrini Home Care Service?  
 
 Cancer 
  Heart Disease  
  Respiratory Disease 
  Kidney Disease 
  Other (Please state):  _______________________ 
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13. If you have cancer, what type of cancer do you have? (Please 
skip this question if you do not have cancer) 
 
 Breast  
 Prostate 
 Bowel  
 Lung  
 Melanoma 
 Haematological  
 Brain 
 Other (Please state):  _______________________ 
 
14. In what year were you diagnosed with the condition stated 
above? _________ 
 
15. In what year did you start receiving home care from Cabrini 
Prahran? ________ 
 
16. What treatments are you currently receiving? 
  No treatment 
  Pain medication 
 Anti-nausea medication 
  Anti-depressants 
  Anxiety medication 
  Sleep medication 
  Other (Please state): _______________________ 
 
17. Do you have a carer?  Yes   No  
If you don’t have a carer thank you for completing this questionnaire. 
Please return it in the reply-paid envelope provided.  
 
18. If you have a carer what is their relationship to you?  
  Spouse 
  Son or Daughter 
 Parent   
  Friend 
  Neighbour 
  Other (Please state): ________________________ 
      
Thank you for your participation. 
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About You- For Carers 
 
  
 
 
Below are some questions about you. Answering these questions will 
help us understand a little more about who took part in the study. 
 
1. What is your age? ______ 
 
2. Are you:   Male   Female  
 
3. What is your country of birth? (Please tick one box only) 
 
 Australia  
 New Zealand  
 United Kingdom 
 Italy  
 Greece  
 China 
 India 
 Other (please specify): _____________________________ 
 
4. If you were not born in Australia in what year did you first 
arrive? ____ 
 
5. What is the main language spoken at home?(Please tick one box 
only) 
 
 English 
 Italian 
 Greek 
 Mandarin  
 Hindi  
 Other (please specify): ________________________________ 
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6. What is your marital status? 
  Married/De facto  
  Single (not in a relationship)  
  Divorced/Separated 
 In a relationship but not living together 
  Widowed 
 Other: (please state): ____________________ 
 
7. Do you have children?  Yes   No   
 
8. How many children do you have? _______ 
 
9. How old are your children? (Please tick as many as 
appropriate). 
  Birth to 5 years 
  6 to 10 years 
  11 to 15 years 
  16 to 20 years 
 21 years + 
 
10. What is the highest education level you have completed? 
(Please tick one box only) 
 
 Primary school 
 Secondary School 
 Tertiary Undergraduate 
 Tertiary – Postgraduate 
 TAFE  
 Other (please specify):__________________________ 
 
11. Which of the following best describes your current 
employment? 
  Full time work 
  Part time work 
  Retired 
  Not working for another reason: ____________ 
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12. In what year did you become a carer?  _________ 
 
13. Do you have an existing medical condition?  Yes  No  
 
13a) If you answered Yes to Question 12, what is your existing 
medical condition? 
 
 Cancer 
  Heart Disease  
  Respiratory Disease 
  Kidney Disease 
  Other (Please state):  _______________________ 
 
 
Thank you for your participation. 
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Memorandum 
To: 
From: 
Date: 
Subject: 2012-308 
The Unmet Needs of Palliative Home Care Patients and their Carers: A Private Australian Service 
A/Prof Lina Ricciardelli 
B 
Deakin University Human Research Ethics Committee (DUHREC) 
30 October, 2012 
Please quote this project number in all future communications 
cc: Adriana Ventura 
Human Research Ethics 
Deakin Research Integrity 
70 Elgar Road Burwood Victoria 
Postal: 221 Burwood Highway 
Burwood Victoria 3125 Australia 
Telephone 03 9251 7123 Facsimile 03 9244 6581   
research-ethics@deakin.edu.au 
In addition you will be required to report on the progress of your project at least once every year and at the conclusion 
of the project. Failure to report as required will result in suspension of your approval to proceed with the project. 
DUHREC may need to audit this project as part of the requirements for monitoring set out in the National Statement on 
Ethical Conduct in Human Research (2007). 
 Serious or unexpected adverse effects on the participants 
 Any proposed changes in the protocol, including extensions of time. 
 Any events which might affect the continuing ethical acceptability of the project. 
 The project is discontinued before the expected date of completion. 
 Modifications are requested by other HRECs. 
The approval noted by the Deakin University Human Research Ethics Committee is given only for the project and for 
the period as stated in the memo. It is your responsibility to contact the Human Research Ethics Unit immediately 
should any of the following occur: 
Approval granted by Cabrini Institute HREC for this project will be noted at the DUHREC meeting to be held on 10th 
December 2012. 
It will be noted that approval has been granted for A/Prof Lina Ricciardelli, to undertake this project as stipulated in 
Cabrini Institute HREC approval documentation. 
Human Research Ethics Unit 
research-ethics@deakin.edu.au 
Telephone: 03 9251 7123 
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Appendix G: Invitation Letter from Palliative Home 
Care Team Leader to Patients 
 
 
01.11.2012 
 
 
Re: Research Study: The Unmet Needs of Palliative Home Care Patients and their 
Carers: A Private Australian Service 
 
 
Dear Sir/Madam, 
 
I am writing to invite you to take part in a research study about your needs as a 
patient who receives care from the Cabrini Palliative Home Care Service. This 
project is being conducted by Adriana Ventura, a Deakin University, Doctor of 
Psychology (Health) student under the supervision of Dr Sue Burney, Head, Cabrini 
Monash Psycho-oncology. 
 
The aim of the study is to identify the unmet needs of palliative home care patients 
and their carers. By identifying these needs we hope to be able to improve the 
service we offer.  
 
If you choose to take part in this study, you will be required to sign a consent form 
and complete a short questionnaire about your needs. You will also be asked a few 
questions such as your gender and age. Please be assured that your answers will 
remain completely confidential.  
 
We have included the Participant Information Sheet in this package of materials, 
which you should read to find more about this study. 
 
If you have an informal primary carer, we would also be interested to know about 
their needs. If you would like your carer to take part in this study, please pass on the 
package labelled “Carer” to them. Please note, you are under no obligation to pass 
this material onto your carer if you do not wish them to be involved in the study.  
 
Thank you for taking the time to read this letter. Should you choose to take part in 
the study or have further questions that you would like to ask before making a 
decision, please feel free to contact me on 9508 5030. 
 
Yours sincerely,  
 
 
Clare Lovell 
Team Leader 
Cabrini Palliative Home Care Service  
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Appendix H: Participant Information Sheets and 
Consent Forms for Patients and Carers 
 
  
 
 
 
Date: November 2012  
Full Project Title: The Unmet Needs of Palliative 
Home Care Patients and their 
Carers: A Private Australian 
Service  
Principal Researcher: Dr. Sue Burney 
Associate Researchers:  Ms. Adriana Ventura, Ms. Jane 
Fletcher, Dr Joanne Brooker, 
A/Prof. Lina Ricciardelli, Ms. 
Helen Walker and Ms. Clare 
Lovell 
 
   
This information sheet is for you to keep 
 
Why am I being asked to participate? 
You are invited to participate in this project because you are currently 
receiving care from the Cabrini Palliative Home Care Service.  
 
My Consent 
This Participant Information Sheet contains details about this research 
project. Its purpose is to explain to you as openly and clearly as 
possible all the procedures involved in this project before you decide 
whether or not you would like to take part. 
 
Please read this sheet carefully and feel free to ask any questions you 
may have about this project. Once you have read and understood what 
this project is about, you will be asked to sign and return the Consent 
Form provided.  
 
What is the purpose and background of this project? 
Participant Information Sheet:  For Patients 
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The aim of the study is to investigate the unmet needs of patients and 
carers who are receiving services from the Cabrini Palliative Home 
Care Service.  
Possible benefits 
The information you provide will be used by the home care service to 
determine if the services provided can be improved to better meet 
patient and carer needs.   
 
Possible risks  
By participating in this study you may become distressed while 
answering the questions. If you do, we would advise you to discuss 
this with your treating doctor or one of the services listed below which 
offer free anonymous support. 
 
 
Lifeline     13 11 14    Australia-wide 24-hour counselling   
www.lifeline.org.au 
Crisis Support Services 1300 659 467  Australia-wide 24-hour counselling   
www.crisissupport.org.au 
Cancer Council Helpline 13 11 20  Monday – Friday 8:30am – 6pm 
www.cancervic.org.au    Cancer information and support  service 
 
 
What does this project involve?   
This project will be carried out in two separate but related studies. As 
part of Study 1, you will be asked to complete a short questionnaire 
that asks you about your needs and if you would like professional help 
with needs that are not currently met. If you decide to participate in 
Study 1, you will be required to complete a consent form. We will 
also ask you if you would consent to having your main informal carer 
complete a questionnaire that asks them about their needs as your 
carer. Please note: You do not need to have a carer to take part in 
this study.  
 
As part of Study 2, you will be invited to participate in an interview to 
discuss your needs further with a researcher. If you also consent to 
being involved in Study 2, you will be asked to consent to the audio 
recording of the interview.  If you consent to being involved in Study 
2, you may be contacted for an interview. However, as we will only 
be interviewing between 12-20 individuals you may not be contacted.  
 
Participation in both Study 1 and Study 2 is entirely voluntary and 
will not affect the care you are receiving from the home care service 
in any way.  
Will there be any inconvenience or discomfort? 
We do not expect that you will experience any undue harm or distress 
as a result of completing the questionnaire or the interview but some 
participants may experience some discomfort. If you find it difficult to 
answer some of the questions or you feel confronted, embarrassed or 
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uncomfortable you are free to withdraw from the research at any 
time.  
 
The Questionnaire is expected to take approximately 20 minutes of 
your time and you can complete this over as many sittings as you wish. 
The interview is expected to take approximately one hour, and again, 
if you would prefer, we can conduct this over several occasions.  
 
Can I withdraw from this project?   
Participation in this project is completely voluntary and you are 
under no obligation to participate. You are free to withdraw from 
participating in this project or closing the interview down at any time 
without explanation. Furthermore, you do not have to answer any 
questions that you do not want to. Withdrawal from the study will not 
affect the way you are cared for at Cabrini in any way. 
 
What about my privacy? 
All of your responses will be confidential and private. Your 
information will be kept in a locked filing cabinet at Cabrini Health. 
Data from the interviews will also be stored electronically on a 
secured computer drive in Cabrini Malvern. Only the researchers who 
analyse the data will have access to these files.  
 
What will happen to my information and questionnaire 
responses? 
Storage of the data collected will adhere to the Australian Code for the 
Responsible Conduct of Research. All of your data will be kept at 
Cabrini Health in a locked filing cabinet for five years. Only group 
data will be reported or published and you will not be identified in any 
of reports or publications arising from the project.   
 
Will my data be used for other purposes? 
The research findings will be reported in a Deakin University Doctor 
of Psychology (Health) dissertation. The findings may be published in 
edited journals, through conference presentations or media releases, 
but only group data will be used in these research publications. 
What about the results? 
On completion of the study, the results of the research will be 
available on the Cabrini Monash Psycho-oncology Research Unit’s 
website at 
http://www.cabrini.com.au/cabriniinstitute/academicdepartment_psyc
ho-oncology_research_unit.asp. If you would like a summary of the 
results you can contact me at the end of December 2013.  
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Ethics 
The Cabrini Human Research Ethics Committee has reviewed the 
ethical aspects of this project. The project complies with the 
NHMRC’s National Statement on Ethical Conduct in Human 
Research. 
 
If you have any other concerns 
regarding any aspect of this 
project, please contact: 
If you have a complaint 
concerning the manner in which 
this research (05-06-08-12) is 
being conducted, please contact: 
 
Dr Sue Burney 
Principal Investigator 
Telephone: 0412 778 727 
Email: Sue.Burney@monash.edu 
 
 
Anne Spence 
Cabrini Human Research Ethics 
Committee (CHREC) 
183 Wattletree Road, Malvern 
VIC 3144 
Telephone: 03 9508 1376 
Facsimile: 03 9508 1368 
Email: hrec@cabrini.com.au 
 
OR 
The Manager 
Research Integrity 
Deakin University 
221 Burwood Highway, 
Burwood Victoria 3125,  
Telephone: 9251 7129  
research-ethics@deakin.edu.au      
 
Thank you 
 
Dr Sue Burney, PhD 
Principal Investigator 
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Consent Form 
Complete this form to participate in this project  
 
  
 
Date: November 2012  
Full Project Title: The Unmet Needs of Palliative 
Home Care Patients and their 
Carers: A Private Australian 
Service  
 
Please tick each box to indicate your agreement with each statement 
 
STUDY 1 
   I have read and I understand the attached Participant Information 
Sheet. 
   I agree to participate in this project according to the conditions in 
the Participant Information Sheet.  
   I agree that my main informal carer can participate in this project 
according to the conditions outlined in the Participant Information 
Sheet.  
   I understand that the research team will not reveal my identity or 
details to anyone outside the research team including where 
information is published or presented in any public form about 
this research study. 
 
STUDY 2 
I agree to participate in an interview and to have a researcher contact me 
using my details below to organise an interview time.    
 
YES        NO    
 
I understand that the interview will be audio-recorded and consent to this. 
 
YES        NO   
 
By printing your name, signing and dating this form, you confirm 
that you consent to take part in the study.  
 
Print name: .................................................................................... 
 
Address: .......................................................................................... 
 
Phone Number: .............................................................. 
 
Signature: ..........................................................    
 
Date: ............................... 
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Date: November 2012 
Full project Title: The Unmet Needs of Palliative 
Home Care Patients and their 
Carers: A Private Australian 
Service  
Principal Researcher: Dr. Sue Burney 
Associate Researchers: Ms. Adriana Ventura, Ms. Jane 
Fletcher, Dr Joanne Brooker, 
A/Prof. Lina Ricciardelli, Ms. 
Helen Walker and Ms. Clare 
Lovell 
 
This information sheet is for you to keep. 
 
Why am I being asked to participate? 
You are invited to participate in this project because you are the main 
informal carer of someone who uses the Cabrini Palliative Home Care 
Service.  
 
My Consent 
This Participant Information Sheet contains details about this research 
project. Its purpose is to explain to you as openly and clearly as 
possible all the procedures involved in this project before you decide 
whether or not you would like to take part. 
 
Please read this sheet carefully and feel free to ask any questions you 
may have about this project. Once you have read and understood what 
this project is about, you will be asked to sign and return the Consent 
Form provided.  
 
What is the purpose and background of this project? 
The aim of the study is to investigate the unmet needs of patients and 
carers who are receiving service from the Cabrini Palliative Home 
Care Service.  
Possible benefits 
The information you provide will be used by the home care service to 
determine if the services provided can be improved to better meet 
patient and carer needs.  
 
 
 
Participant Information Sheet:  For Carers 
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Possible risks  
By participating in this study you may become distressed while 
answering the questions. If you do, we would advise you to discuss 
this with your health care professional or one of the services listed 
below which offer free anonymous support. 
 
 
Lifeline     13 11 14    Australia-wide 24-hour 
counselling   www.lifeline.org.au 
Crisis Support Services 1300 659 467  Australia-wide 24-hour 
counselling   www.crisissupport.org.au 
Cancer Council Helpline 13 11 20  Monday – Friday 8:30am – 6pm 
www.cancervic.org.au    Cancer information and 
support  service 
 
What does this project involve?   
This project will be carried out using two separate studies. As part of 
Study 1, you will be asked to complete a short questionnaire that asks 
you about your needs and if you feel they are being met by the home 
care service. If you decide to participate in Study 1, you will be 
required to complete a consent form.  
 
As part of Study 2, you will be invited to participate in an interview to 
discuss your needs with a researcher.  If you also consent to being 
involved in Study 2, you will be asked to consent to the audio 
recording of the interview.  If you consent to being involved in Study 
2, you may be contacted for an interview however not all participants 
will be contacted as we will only be interviewing between 12-20 
individuals.  
 
Participation in both the questionnaire and the interview is voluntary.  
Will there be any inconvenience or discomfort? 
We do not expect that you will experience any undue harm or distress 
as a result of completing the questionnaire or the interview but some 
participants may experience some discomfort. If you find it difficult to 
answer some of the questions or you feel confronted, embarrassed or 
uncomfortable you are free to withdraw from the research at any 
time.  
 
The Questionnaire is expected to take approximately 20 minutes of 
your time and you can complete this over as many sittings as you wish. 
The interview is expected to take approximately one hour, and again, 
if you would prefer, we can conduct this over several occasions.  
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Can I withdraw from this project?   
Participation in this project is completely voluntary and you are 
under no obligation to participate. You are free to withdraw from 
participating in this project or closing the interview down at any time 
without explanation. Withdrawing from this project will not affect the 
way you are treated by Cabrini in any way. Furthermore, you do not 
have to answer any questions that you do not want to. 
What about my privacy? 
All of your responses will be confidential and private. All of your 
information will be kept in a locked filing cabinet at Cabrini Health. 
Data from the interviews will also be stored electronically in a 
password-protected file on a secured computer drive at Cabrini 
Malvern. Only the researchers who analyse the data will have access 
to these files.  
 
What will happen to my information and questionnaire 
responses? 
Storage of the data collected will adhere to the Australian Code for the 
Responsible Conduct of Human Research. All of your data will be 
kept at Cabrini Health in a locked filing cabinet for five years. Only 
group data will be reported or published and you will not be identified 
in any of reports or publications arising from the project.   
 
Will my data be used for other purposes? 
The research findings will be reported through a Doctor of 
Psychology (Health) dissertation. The findings may be published in 
edited journals, through conference presentations or media releases 
but only group data will be used in any future research publications. 
What about the results? 
On completion of the study, the results of the research will be 
available on the Cabrini Monash Psycho-oncology Research Unit’s 
website at 
http://www.cabrini.com.au/cabriniinstitute/academicdepartment_psyc
ho-oncology_research_unit.asp. If you would like a summary of the 
results you can contact Dr. Susan Burney at the end of February 2013.  
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Ethics 
The Cabrini Human Research Ethics Committee has reviewed the 
ethical aspects of this project. The project complies with the 
NHMRC’s National Statement on Ethical Conduct in Human 
Research. 
 
If you have any other concerns 
regarding any aspect of this project, 
please contact: 
If you have a complaint concerning 
the manner in which this research 
(05-06-08-12) is being conducted, 
please contact: 
 
Dr Sue Burney 
Principal Investigator 
Telephone: 0412 778 727 
Email: Sue.Burney@monash.edu 
 
 
Anne Spence 
Cabrini Human Research Ethics 
Committee (CHREC) 
183 Wattletree Road, Malvern VIC 
3144 
Telephone: 03 9508 1376 
Facsimile: 03 9508 1368 
Email: hrec@cabrini.com.au  
 
Or    
The Manager 
Research Integrity 
Deakin University 
221 Burwood Highway, Burwood 
Victoria 3125  
Telephone: 9251 7129 
research-ethics@deakin.edu.au           
 
 
 
 
Thank you, 
 
Dr Sue Burney, PhD 
Principal Investigator 
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Consent Form 
Complete this form to participate in this project 
 
 
Date: November 2012  
Full Project Title: The Unmet Needs of Palliative 
Home Care Patients and their 
Carers: A Private Australian 
Service  
 
Please tick each box to indicate your agreement with each statement 
 
STUDY 1 
 
   I have read and I understand the attached Participant Information 
Sheet. 
   I agree to participate in this project according to the conditions 
described in the Participant Information Sheet.  
   I understand that the research team will not reveal my identity or 
details to anyone outside the research team including where 
information is published or presented in any public form about 
this research study. 
 
 
STUDY 2 
 
I agree to participate in an interview and to have a researcher contact me 
using my details below to organise an interview time.    
 
YES        NO    
 
I understand that the interview will be audio-recorded and consent to this. 
 
YES        NO   
 
By printing your name, signing and dating this form, you confirm 
that you consent to take part in the study.  
 
Print name: ........................................................................................... 
 
Address: ................................................................................................. 
 
Phone Number: .............................................................. 
 
Signature: ..........................................................    
 
Date: ................................ 
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Appendix I: Reminder Letter for Patients  
 
 
 
 
 
27.6.13 
 
Re: Research Study: The Unmet Needs of Palliative Home Care 
Patients and their Carers: A Private Australian Service 
 
Dear Sir/Madam, 
 
I am writing to remind you about the research study mentioned above.  
If you have already completed and returned the survey for the 
abovementioned study, thank you very much. We really appreciate 
you taking the time to help us understand patient and carer needs.  
 
If you do not want to take part in this study then you do not have to do 
anything. Please disregard the information that has been sent to you. 
 
If you would still like to be involved in this study please read the 
information that was mailed to you a few weeks ago, complete the 
consent form and questionnaire, pass the carers pack onto your carer if 
you choose to do so, and mail the documents back to us in the self-
addressed envelope provided. Your carer will need to do the same as 
above if you have agreed that they can participate in the study.  
 
If you need another information package, we are more than happy to 
send you one so that you can take part. Please contact me on the 
telephone number or email address below and I will send this to you. 
Thank you for your time. 
 
 
 
Yours sincerely, 
 
Dr Sue Burney 
Chief Investigator 
Phone 0412 778 727 
Email: Sue.Burney@monash.ed
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Appendix J: Interview Guide for Studies 2 and 3 
 
 
 
Interview Guide 
The Unmet Needs of Palliative Home Care Patients and their Carers: 
A Private Australian Service 
 
 
Introducing the Interview: 
 
x Obtain informed consent 
 
x Explain the aim of the interview: 
o A couple of months ago you took part in a short survey 
about your needs as a patient/carer of Cabrini Palliative 
Home care.  
o Today I would like to talk to you in more detail about 
your needs as a patient/carer and discuss some of your 
responses from the survey. 
o The aim of this interview is to help us better 
understand your needs so that we can improve the 
service to better meet the needs of patients and carers. 
Please be as honest as you can, positive and negative 
feedback is welcome and will help us to increase our  
understanding of the experiences of patients and carers. 
 
x What we talk about today will be audio recorded, however our 
conversation will remain confidential. I will not use your 
name during the interview to ensure your privacy but if you 
use names these will be removed when we transcribe the 
interview. Only the research team will have access to these 
recordings.  
 
x Your participation is voluntary and you are free to refuse to 
participate, or interrupt the interview at any time, and free to 
refuse to answer any of the questions I may ask.  
 
x Explain what will happen during the interview: 
o I will now ask you some questions about the survey 
that you completed sometime back; my questions are 
just a guide for us, so I’m more than happy for you to 
talk more on a topic if you wish. 
o I expect this interview will take no more than an hour. 
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o If you would like to take a break at any time, please 
just say so. 
 
 
Interview Questions 
 
 
1. I can see from your survey that you have been a 
patient/carer of the Cabrini Prahran Home Care Service 
for ______________ days/months/years. Can you tell me 
about your experience with the service over that period of 
time? 
x Prompt: Who referred you to the service? 
x Prompt: Overall, has your experience with the service been 
positive or negative? Can you tell me more about your 
experience with the service in general? If they say positive 
or negative, get examples and prompt for how the service 
could be improved. 
 
 
2. What were your expectations of the home care service? 
x Prompt: What had you been told about the service? And by 
whom?  
x Prompt: Has the service been as you expected from what 
you had been told?  If not, why not? 
 
 
3. Tell me about who you see or have been contacted by from 
the service. 
x Prompt: Nurses? Doctors? Anyone else? 
x Prompt: How do you feel about your interactions with 
them? 
x Prompt: Do you think they are helpful? How so? 
x Prompt: Are there things that have been said or done that 
have not been helpful? Or what do you think they could do 
better?  
 
 
4. Lets talk about some of your responses to the survey (with 
survey in hand, go through most important aspects). 
x Prompt: It’s been a little while since you completed this 
survey. Has anything changed since then? Are there things 
that have improved? Are there things that have become 
worse? 
x Prompt: I noticed that you found __________ to be a 
problem, can you tell me more about that? 
o Did you report this as a problem to the staff at the 
time? If not, can you tell me why you did not 
report it as a problem. If you did report it as a 
problem, did the staff do anything to help? If yes, 
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what did the staff of the service do to help you deal 
with this problem?  
x Prompt: I also noticed that you said you would have liked 
more professional attention for ____________ at that time. 
Can you tell me about that?  
 
x Thank you 
o That’s all the questions I have for you. Is there 
anything else you would like to tell me about your 
needs as a patient/carer of the Cabrini palliative home 
care service? 
 
o The study results will be ready by December this year, 
so if you would like to obtain them you can contact Dr. 
Sue Burney at the end of this year and she will gladly 
send you a summary. Dr. Burney’s contact details are 
on the information sheet you received at the start of 
this study or you can contact her on (read out Sue’s 
contact details).  
 
 
Thank you once again for supporting our research.  
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Appendix K: Interview Guide for Study 4 
 
 
 
 
The Unmet Needs of Palliative Home Care Patients and their Carers: 
A Private Australian Service 
 
 
Introducing the Interview: 
 
x Obtain informed consent  
 
x Explain the aim of the interview: 
Today I would like to talk to you about your needs as a nurse in 
the Cabrini Palliative Home Care Service. The aim of this 
interview is to help us better understand your needs and the needs 
of patients and informal carers so that we can improve the service 
to better meet the needs of everyone involved. Please be as honest 
as you can, positive and negative feedback is welcome and will 
help us to increase our understanding of the experiences of 
specialist palliative care nurses.  
 
What we talk about today will be audio recorded, however our 
conversation will remain confidential and anonymous. I will not 
use your name during the interview to ensure your privacy but if 
you use names these will be removed when we transcribe the 
interview. Only those members of the research team who DO 
NOT work in a clinical capacity or in management at Cabrini 
will have access to your identifiable data (i.e. Clare Lovell, Helen 
Walker, Sue Burney and Jane Fletcher will not know what you 
said in this interview). 
 
Your participation is voluntary and you are free to refuse to 
participate, or interrupt the interview at any time, and free to 
refuse to answer any of the questions I may ask.  
 
x Explain what will happen during the interview: 
I will now ask you some questions about your experience with 
the Service. My questions are just a guide for us, so I’m more 
than happy for you to talk more on a topic if you want to. 
 
I expect this interview to take no more than an hour. 
 
If you would like to take a break at any time, please just say  
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Interview Questions 
 
 
Tell me about your experience with the Cabrini Palliative Home 
Care Service. 
Prompt: How long have you worked for the service? 
Prompt: In terms of your nursing career, have you always been 
a palliative care nurse? 
Prompt: Overall, has your experience with the service been 
positive or negative? Can you tell me more about your 
experience with the service in general? If they say positive or 
negative, get examples and prompt for how the service could 
be improved 
 
What were your expectations of the home care service when you 
applied for the job? 
Prompt: What had you been told about the service? And by 
whom?  
Prompt: Has it been as you expected from what you had been 
told?  If not, why not? 
 
Tell me about a typical shift for you. 
Prompt: Do you always see the same patients? 
Prompt: Who do you report to if patients and families convey 
that their needs are not being met? 
 
What are the positive aspects of your role as a palliative care 
nurse? 
Prompt: Can you give me an example? 
 
What are negative aspects of your role as a palliative care nurse? 
Prompt: Example?  
Prompt: How do you deal with these aspects of your job? 
 
 
What are your needs as a palliative care nurse? 
Prompt: These could be anything; including your own 
emotional needs, or your needs as an employee (i.e. issues 
associated with pay, career advancement issues).  
Prompt: Do you ever have days where you feel overwhelmed 
by the job? 
Prompt: Do you inform anyone when you have overwhelming 
days at work? 
If so, how do they address this for you? If not, why don’t you 
inform anyone? 
Prompt: What do you do when overwhelmed at work? 
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What resources or procedures do you think could be put in place 
by Cabrini to better meet the needs of: 
Prompt: patients? 
Prompt: carers? 
Prompt: and your own needs, including workplace needs and 
personal wellbeing needs? 
 
On a scale of 0-10, how satisfied are you with how the home care 
service meets your needs as a nurse? 
(0= completely unsatisfied, 10 = completely satisfied) 
You may be completely satisfied in some areas and not so satisfied 
in others, so tell me about that. 
Prompt: (If below 10) In what ways could the service be 
improved to meet your needs more effectively? 
 
 
In what way does the home care service address the patients’ 
needs? 
Prompt: Such as physical? 
emotional? 
spiritual? 
psychological?  
Prompt: Can you give me an example? 
Prompt: In what ways could the service better meet patient 
needs? 
 
On a scale of 0-10, how satisfied are you with how the home care 
service meets the patients’ needs? 
(0= completely unsatisfied 10 = completely satisfied) 
Prompt: (If below 10) In what ways could the service be 
improved to meet patient needs more effectively? 
 
 
In what way does the home care service address the informal 
caregivers’ needs? 
Prompt: Such as physical? 
Emotional?  
Spiritual? 
Psychological? 
Prompt: Can you give me an example? 
Prompt: In what ways could the service meet caregiver needs 
better? 
 
On a scale of 0-10, how satisfied are you with how the home care 
service meets the caregivers’ needs? 
(0= completely unsatisfied, 10 = completely satisfied) 
Prompt: (If below 10) In what ways could the service be 
improved to meet caregiver needs more effectively? 
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Thank you 
  
That’s all the questions I have for you. Is there anything else you 
would like to tell me about your needs as a nurse of the Cabrini 
palliative home care service? 
 
The study results will be ready by December this year, so if you 
would like to obtain the results you can contact Dr. Sue Burney at 
the end of this year and she will gladly send you a summary. Dr. 
Burney’s contact details are on the information sheet you received 
at the start of this study or you can contact her on (read out Sue’s 
contact details)  
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Appendix L: Nurse Socio-Demographic Questionnaire 
 
 
  
 
Below are some questions about you. Answering these questions will 
help us understand a little more about who took part in the study. 
 
 
1. What is your age? ______ 
 
2. Are you:   Male   Female  
 
3. What is your country of birth? (Please tick one box only) 
 
 Australia  
 New Zealand  
 United Kingdom 
 Italy  
 Greece  
 China 
 India 
 Other (please specify): _____________________________ 
 
4. If you were not born in Australia in what year did you first 
arrive? ____ 
 
5. What is the main language spoken at home?(Please tick one box 
only) 
 
 English 
 Italian 
 Greek 
 Mandarin  
 Hindi  
 Other (please specify): ________________________________ 
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6. What is the highest education level you have completed? (Please 
tick one box only) 
 Secondary School 
 Tertiary Undergraduate 
 Tertiary – Postgraduate 
 TAFE  
 Other (please specify):__________________________ 
 
7. What country did you complete your nursing training in? 
 Australia  
 New Zealand  
 United Kingdom 
 USA  
 Other (please specify): ____________________________ 
 
8. Which of the following best describes your current 
employment? 
 Full time work 
  Part time work 
  Casual work 
 Other (please specify):__________________________ 
 
9. How many years have you worked as a registered nurse? 
________ 
 
 
10. How many years have you worked as a specialist palliative 
care nurse? _________ 
 
 
11. In what year did you commence work as a specialist nurse in 
the Cabrini Palliative Home Care Service? _________ 
 
 
 
 
Thank you for your participation.
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Appendix M: Nurse Participant information Sheet and 
Consent Form  
 
  
 
 
Date: July 2013 
Full project Title: The Unmet Needs of Palliative 
Home Care Patients and their 
Carers: A Private Australian 
Service  
Principal Researcher: Dr. Sue Burney 
Associate Researchers: Ms. Adriana Ventura, Ms. Jane 
Fletcher, Dr Joanne Brooker, 
A/Prof. Lina Ricciardelli, Ms. 
Helen Walker and Ms. Clare 
Lovell 
 
This information sheet is for you to keep. 
 
 
Why am I being asked to participate? 
You are invited to participate in this project because you are a 
specialist nurse working in the Cabrini Palliative Home Care Service.  
 
My Consent 
This Participant Information Sheet contains details about this research 
project. Its purpose is to explain to you as openly and clearly as 
possible all the procedures involved in this project before you decide 
whether or not you would like to take part. 
 
Please read this sheet carefully and feel free to ask any questions you 
may have about this project. Once you have read and understood what 
this project is about, you will be asked to sign and return the Consent 
Form provided.  
 
What is the purpose and background of this project? 
The aim of this study is to investigate the unmet needs of nurses who 
are involved in the Cabrini Palliative Home Care Service. This study 
also aims to understand nurses’ perception of the functioning of the 
Participant Information Sheet:  For Nurses 
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Service and determine their views on how the Service could better 
meet patient and carer needs. 
Possible benefits 
The information you provide will be used to determine if the services 
provided by the Cabrini Palliative Home Care Service can be 
improved to better meet patient and caregiver needs.  
 
Possible risks  
By participating in this study you may become distressed while 
answering the questions. If you do, we would advise you to discuss 
this with your manager, Helen Walker or the service listed below 
which offers free anonymous support. 
 
 
Lifeline     13 11 14 
Australia-wide 24-hour counselling  
 www.lifeline.org.au 
 
What does this project involve?   
You are invited to participate in an interview to discuss your needs 
and the needs of patients and informal caregivers who use the Cabrini 
Palliative Home Care Service. You will be required to complete a 
consent form where you will be asked to consent to the audio 
recording of the interview. You will also be asked to complete a short 
questionnaire that contains demographic questions (e.g., What is your 
age?).  
 
Participation in the study is voluntary.  
 
Will there be any inconvenience or discomfort? 
We do not expect that you will experience any undue harm or distress 
as a result of completing the interview or the questionnaire but some 
participants may experience some discomfort. If you find it difficult to 
answer some of the questions or you feel confronted, embarrassed or 
uncomfortable you are free to withdraw from the research at any 
time.  
 
The interview is expected to take one hour and the questionnaire is 
expected to take approximately five minutes of your time. 
 
Can I withdraw from this project?   
Participation in this project is completely voluntary and you are 
under no obligation to participate. You are free to withdraw from 
participating in this project or end the interview at any time without 
explanation. If you withdraw from the study after the interview has 
begun, it is possible to delete the information you have shared. 
However, you may not be able to withdraw the information you 
shared in the interview at a later date. This is because all recordings, 
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notes and transcripts will not have your name on them and we will 
therefore not know which recording was yours.  Withdrawing from 
this project will not affect the way you are treated at Cabrini in any 
way. Furthermore, you do not have to answer any questions that you 
do not wish to. 
What about my privacy? 
All of your responses will be confidential and private. All of your 
information will be kept in a locked filing cabinet at Cabrini Health. 
Data from the interviews will also be stored electronically in a 
password-protected file on a secured computer drive at Cabrini 
Malvern. Only the researchers who analyse the data will have access 
to these files. Those members of the research team who work in a 
clinical capacity and/or in management positions within Cabrini (i.e. 
Dr. Susan Burney, Ms. Jane Fletcher, Clare Lovell and Helen Walker) 
will NOT have access to any of your identifiable data).  
 
What will happen to my information and questionnaire 
responses? 
Storage of the data collected will adhere to the Australian Code for the 
Responsible Conduct of Human Research. All of your data will be 
kept at Cabrini Health in a locked filing cabinet or on a secure 
computer drive for five years. Only group data will be reported or 
published and you will not be identified in any of reports or 
publications arising from the project.   
 
 
Will my data be used for other purposes? 
The research findings will be reported through a Doctor of 
Psychology (Health) dissertation. The findings may be published in 
edited journals, through conference presentations or media releases 
but only group data will be used in any future research publications. 
 
What about the results? 
On completion of the study, the results of the research will be 
available on the Cabrini Monash Psycho-oncology website at 
http://www.cabrini.com.au/cabriniinstitute/academicdepartment_psyc
ho-oncology_research_unit.asp. If you would like a summary of the 
results you can contact Dr. Susan Burney at the end of December 
2013.  
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Ethics 
The Cabrini Human Research Ethics Committee has reviewed the 
ethical aspects of this project. The project complies with the National 
Health and Medical Research Council’s National Statement on Ethical 
Conduct in Human Research. 
 
If you have any other concerns 
regarding any aspect of this project, 
please contact: 
If you have a complaint concerning 
the manner in which this research  
(05-06-08-12) is being conducted, 
please contact: 
 
Dr Sue Burney 
Principal Investigator 
Telephone: 0412 778 727 
Email: Sue.Burney@monash.edu 
 
 
Anne Spence 
Cabrini Human Research Ethics 
Committee (CHREC) 
183 Wattletree Road, Malvern VIC 
3144 
Telephone: 03 9508 1376 
Facsimile: 03 9508 1368 
Email: hrec@cabrini.com.au  
Or    
The Manager 
Research Integrity 
Deakin University 
221 Burwood Highway, Burwood 
Victoria 3125  
Telephone: 9251 7129 
research-ethics@deakin.edu.au            
 
Thank you, 
 
Dr Sue Burney, PhD 
Principal Investigator 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
299 
Consent Form 
Complete this form to participate in this project 
 
 
 
  
 
Date: July 2013  
Full Project Title: The Unmet Needs of Palliative 
Home Care Patients and their 
Carers: A Private Australian 
Service  
 
 
Please tick each box to indicate your agreement with each statement 
 
   I have read and I understand the attached Participant 
Information Sheet. 
   I agree to participate in an interview and to have a researcher 
contact me using my details below to organise an interview 
time.    
   
 
 
 
 
I understand that the research team will not reveal my identity 
or details to anyone not mentioned on the Participant 
Information Sheet including where information is published or 
presented in any public form about this research study. 
I understand that the interview will be audio-recorded and I 
consent to this. 
 
 
 
By printing your name, signing and dating this form, you confirm 
that you consent to take part in the study.  
 
 
Print name: .........................................................................................  
 
Phone Number: .....................................................................................  
 
Signature: ..........................................................    
 
Date: ............................... 
 
Please indicate below preferred times for us to contact you. 
 
 
............................................................................................................... 
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Appendix N: COREQ Checklist for Studies 2, 3 and 4 (Tong et al., 2007) 
 
No/Item Guide Questions/Description Current Research 
Domain 1: Research team 
and reflexivity 
  
Personal Characteristics   
1. Interviewer/facilitator Which author/s conducted the interview or focus group? AV 
2. Credentials What were the researcher’s credentials? E.g. PhD, MD BA., GDipPsych 
3. Occupation What was their occupation at the time of the study? 
 
DPsych (postgraduate psychology) student  
4. Gender Was the researcher male or female? Female 
5. Experience and training What experience or training did the researcher have? Postgraduate training in health psychology research. Second 
author on two qualitative papers published in BMJ Open. 
Relationship with participants    
6. Relationship established Was a relationship established prior to study 
commencement? 
 
No 
7. Participant knowledge of 
the interviewer 
What did the participants know about the researcher? e.g. 
personal goals, reasons for doing the research 
 
The participants knew the interviewers’ credentials. They 
also knew the reasons for the research. 
8. Interviewer characteristics What characteristics were reported about the 
interviewer/facilitator? e.g. Bias, assumptions, reasons and 
The interviewers’ training and experience was reported.  
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interests in the research topic 
 
Domain 2: Study design   
Theoretical framework   
9. Methodological orientation 
and theory 
What methodological orientation was stated to underpin the 
study? e.g. grounded theory, discourse analysis, 
ethnography, phenomenology, content analysis 
Thematic analysis 
Participant selection   
10. Sampling How were participants selected? e.g. purposive, 
convenience, consecutive, snowball 
Purposive 
11. Method of approach How were participants approached? e.g. face-to-face, 
telephone, mail, email 
Mail and telephone 
12. Sample size How many participants were in the study? 
 
15 patients, 11 carers, and 5 nurses 
13. Non-participation How many people refused to participate or dropped out? 
Reasons? 
Nine patients dropped out due to disinterest (n=6) illness 
(n=2) and one person died (n=1). 
Three carers dropped out/were excluded due to disinterest 
(n=1), and two carers’ patients had died which meant they 
were excluded. None of the nurses dropped out. 
Setting   
14. Setting of data collection Where was the data collected? e.g. home, clinic, workplace Patients and carers were interviewed in their homes. Nurses 
were interviewed at the palliative care service. 
15. Presence of non-
participants 
Was anyone else present besides the participants and 
researchers? 
No 
16. Description of sample What are the important characteristics of the sample? e.g. Demographic and clinical characteristics are included in the 
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demographic data, date paper. 
Data collection   
17. Interview guide Were questions, prompts, guides provided by the authors? 
Was it pilot tested? 
Yes 
18. Repeat interviews Were repeat interviews carried out? If yes, how many? No 
19. Audio/visual recording Did the research use audio or visual recording to collect the 
data? 
Yes. Interviews were audio-recorded. 
20. Field notes Were field notes made during and/or after the interview or 
focus group? 
After the interviews 
21. Duration What was the duration of the interviews or focus group? Ranged from 7–70 minutes.  
22. Data saturation Was data saturation discussed? 
 
Yes 
23. Transcripts returned Were transcripts returned to participants for comment and/or 
correction? 
No 
Domain 3: Analysis and 
findings 
  
Data analysis   
24. Number of data coders How many data coders coded the data? 
 
Two coders for each of the three samples  
25. Description of the coding 
tree 
Did authors provide a description of the coding tree? 
 
Yes, described. 
26. Derivation of themes Were themes identified in advance or derived from the data? Both 
27. Software What software, if applicable, was used to manage the data? NVivo 10 
28. Participant checking Did participants provide feedback on the findings? No 
Reporting   
29. Quotations presented Were participant quotations presented to illustrate the Yes 
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themes/findings? Was each quotation identified? E.g. 
participant number 
30. Data and findings 
consistent 
Was there consistency between the data presented and the 
findings? 
 
Yes 
31. Clarity of major themes Were major themes clearly presented in the findings? Yes 
32. Clarity of minor themes Is there a description of diverse cases or discussion of minor 
themes? 
No 
 
 
 
 
